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THE ALMOND TREE*

o - by
John Stallworthy

I

All the way to the hospital

the lights were green as peppermints.
Trees of black iron broke into leaf
ahead of me, as if

I were the lucky prince

in an enchanted wood

summoning summer with my whistle,
banishing winter with a nod.

Swung by the road from bend to bend,
I was aware that blood was running
down through the delta of my wrist
and under arches

of bright bone. Centuries,
continents it had crossed;

from an undisclosed beginning
spiralling to an unmapped end.

II
Crossing (at sixty) Magdalen Bridge
‘ ' Let it be a son, a son, said

the man in the driving mirror,
Let it be a son. The tower

héld up its hand: the college
bells shook their blessing on his head.

III

I parked in an almond's
shadow blossom, for the tree
was waving, waving me
upstairs with a child's hands.

v

Up »
the spinal stair
and at the top
along
a bone-white corridor
the blood tide swung
me swung me to a room
whose walls shuddered
with the shuddering womb.
. Under the sheet
. wave after wave, wave
‘after wave beat
on the bone coast, bringing
ashore -- whom?
4

From Root and Branch by Jon Stallworthy, London: Chatto and Windus,
1968.
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New
minted, my bright farthing!
Coined by our love, stamped with
our images, how you
enrich us! Both
you make one. Welcome
to your white sheet,
my best poem!

At seven—thirty
the visiters' bell

.scissored the calm

of the corridors,
The doctor walked with me
to the slicing doors.

'His hand upon my arm,

his voice -- I have to tell
you -~ set another bell
beating in my head:

your son is a mongol
the doctor said.

Vi

How easily the word went in --
clean as a bullet

leaving no mark on the skin,
stopping the heart within it.

This was my first death.
The "I" ascending on a slow
last thermal breath

studied the man below

as a pilot treading air might

the buckled shell of his plane —=-
boot, glove, and helmet

feeling no pain

from the snapped wires' radiant ends.
Looking down from a thousand feet

I held four walls in the lemns

of an eye; wall, window, the street

a torrent of windscreens, my own
car under its almond tree,

and the almond waving me down.

I wrestled against gravity,

but the light was melting and the gulf
cracked open. Unfamiliar

the body of my late self

I carried to the car.




VII

The hospital - its heavy freight

lashed down ship-shape ward over ward -
steamed into night with some on board
soon to be lost if the desperate

charts were known. Others would come
altered to land or find the land
altered. At their voyage's end

some would be added to, some

diminished. In a numbered cot

my son sailed from me; never to come
ashore into my kingdom

speaking my language. Better not

look that way. The almond tree

was beautiful in labour. Blood-
dark, quickening, bud after bud

split, flower after flower shook free.

On the darkening wind a pale

face floated. Out of reach. Only when
the buds, all the buds, were broken
would the tree be in full sail.

In labour the tree was becoming
itself. I, too, rooted in earth

and ringed by darkness, from the death
of myself saw myself blossoming,

wrenched from the caul of my thirty
years' growing, fathered by my son,
unkindly in a kind season

by love shattered and set free.

VIII

You turn to the window for the first time.
I am called to the cot

to see your focus shift,

take tendril-hold on a shaft

of sun, explore its dusty surface, climb
to an eye you cannot




meet. You have a sickness they cannot heal,
the doctors say; locked in

your body you will remain.

Well, I have been locked in mine.

We will tunnel each other out. You seal
the covenant with a grin. '

In the days we have known one another, ¢
my little mongol love,

I have learnt more from your 1lips
than you will from mine perhaps;

I have learnt that to live is to suffer,
to suffer is to live. )

o




ABOUT OUR FACULTY MEMBERS . ' i

TONY BASHIR

Dr. Anthony Bashir is a Senior in speech and language pathology,
Division of Hearing & Speech, The Childrens Hospital Medical Center,
Boston. He is also a lecturer on pediatric medicine at Harvard
Medical School. Dr. Bashir also serves as Legislative Counselor
from the Commonwealth of Massachusetts to the American Speech-
Language-Hearing Association, as well as being a member of several
national task forces that deal with language and hearing disabilities,
especially the Joint National Committee for Hearing Disabilities.
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CAROLYN M. DEL POLITO

Carolyn M. Del Polito, Ph.D. (Purdue University), as Director of the
American Society of Allied Health Professions' Allied Health Child-

Find and Advocacy Prnject, has been responsible for the implementation

of the Project's Workshops and Conferences for Allied Health Professionals
to recognize and accept their roles and responsibilities for disabled
youngsters and their families. With degrees in Speech-Language-Pathology,
Human Communication Theory, and Educational Psychology, Dr. Del Polito

has had a wide range of experiences in education and administrationmn,
including university teaching, conference presentations and publicationms,
and professional organization leadership (national and regional).

Her research interests lie in the area of 'self-concept enhangement and
communication systems in organizatioms--particularly health-care
organizations. .

ETHAN B. ELLIS, M.A.

Trained as a vocational rehabilitation counselor, Ethan,B. Ellis .
directed vocational services and managed a sheltered workshop at
Bird S. Coler Hospital in New York City for five years. In the
early sixties, he developed vocational and social studies curricula
for high school dropouts at a prototypg antipoverity program on the
Lower East Side and later directed the State of New Jersey's techni-
cal assistance unit for OEO funded community organizations. In
1976, he joined the staff of the Office of Advocacy for the Develop-
mentally Disabled at the New Jersey Department of the Public Advo-
cate. He is new Deputy Director of that program. He also serves

as President of the National Association of Protection and Advocacy
Systems. :




ABOUT OUR FACULTY MEMBERS (CONT.) : ‘

SALLY PISARCHICK

Dr. Sally Pisarchick, currently Project Manager for the Instruc- )
tional Resource Center serving Ohio's Cuyahoga County and Adjunct
Professor at Kent State University, has taught special education

and methods courses at the college level for the past fiften years.
Dr. Pisarchick's background also includes eight years as a

high school. teacher and two years as a County Supervisor for

Special Education.

JAYN WITTENMYER

A former teacher, Jayn Wittenmyer is parent to three daughters, one

of whom 1s handicapped. It 1s because of her interest in securing
meaningful services for her daughter that Jayn became involved in

the volunteer work of the Association for Retarded Citizens. She has
had local, state and national involvement in the volunteer movement,
Currently, Jayn serves as Executive Director for the Wisconsin Depart-
mental Disabilities Council. She states as her primary interest that
of obtaining services for handicapped persons through the political
and administrative arena.
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\ : PETER ANDERSEN
Dr. Peter Andersen, currently Associate Professor of Speech Communication
at West Virginia University, has been involved in teaching and researching
communication for the past nine years. Along with numerous presentations
and workshops in communication for teachers, lawyers, medical professionals,
and law enforcement agencies, Dr. Andersen also has written widely on the -
subject. As of September, 1981, Dr. Andersen will be Associate Professor
at San Diego State University.
SHIRLEY M. ATKINS

"A native of West Virginia, -Shirley M. Atkins graduated from West
Virginia Wesleyan College, majoring in Sociology and Art. She
spent a total of ten years teaching children with emotional dis-
turbances and children with learning disabilities. Her graduate
studies were in Special Education and Higher Education.

Dr. Atkins is an Associate Professor and an Assistant Dean in the
School of Health Related Professions at the Universfity of Pittsburgh.
She has participated in and led a variety of workshops and training

‘ sessions at the local level and also functions as Affirmative Action
Officer in the School of Health Related Professionms.
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ORIENTATION
GOALS AND OBJECTIVES

2

Small Group Session I: Participant Introductions

Purpose:

To provide time for participants to meet one another.

Specific Objectives: -

At the conclusion of this session, participants should:

1. Know the names and home communities of the other members of
their small groups; '

2. Understand the professional roles each member represents;

3. Understand the extent to which their small group members
interact with handicappgd children and youth; and

4. Recognize tﬁe'diversity of the backgrounds, expertise, and
. motivations represented in their groups and, therefore, in
the workshop generally.

[
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UNIT I: THE LAW
<

GOALS AND OBJECTIVES®

Perspectives on the Law: Rights of Handicapped
Children and Youth

Purpose:

To discuss the implications of PL 94-142 and Section 504 for
handicapped children and youth from the unique perspectives
of each of five panel members: the. special educator, the
regular educator, the parent, the handicapped consumer, and

- the Allied Health,professional. A question and answer period
will follow. : :

Specific Objectives:

At the conclusion of this session; participants should:

1. Understand the implications of federal legislation for the
rights of handicapped children and youth, including their
rights to: ‘ '

a. a free and appropriate education; }

b. access to services, programs, and facilities;

c. due process;

d. equal opportunity based on capability;

e. a least restrictive educational environment;

f. Individualized Education Programs (IEP); and

g. related services.

2. Understand there are differences between federal and state legislation
regarding the rights of handicapped children and youth and their

families.

3. Be more sensitive to the educational and'health-related service
needs of handicapped children and youth.




GENERAL SESSION I

PERSPECTIVES ON THE LAW: RIGHTS OF hANDICAPPED CHILDREN
AND YOUTH

DR. SALLY E. PISARCHICK, DIRECTOR
CUYAHOGA SPECIAL EDUCATION SERVICE CENTER

| L | ,
|
}
i

"KEY MANDATES OF
PUBLIC LAW 94-142

— e mme me mme e e e e e e e e e e G e e ame e ae—

1, CHILD IDENTIFICATION AND ACCOUNTING

2. MNon-BIASED ASSESSMENT

3, LMULTI—FACTORED ASSESSMENT

4. INDIVIDUAL EDUCATION-PROGRAM

5, DUE PROCESS SAFEGUARDS

b, LEAST RESTRICTIVE ALTERNATIVES

/. CoNFIDENTIALITY OF RECORDS

8, FuLL SERVICES GoaL By 1980 For ALL
HAND1CAPPED CHILDREN, AGES 3 70 21 YEARS




'STRATEGIES AND MOUDELS IN SPECIAL EPUCATION

CHILDREN IN REGULAR CLASSES, INCLUDING'THOSE

"HANDICAPPED” ABLE TO GET ALONG WITH REGULAR

CLASS ACCOMMODATIONS WITH OR WITHOUT MEDICAL OR
COUNSELING SUPPORTIVE THERAPIES

"OUT PATIENT#

REGULAR CLASS ATTENDANCE PLUS SUPPLE- PROGRAMS
MENTARY INSTRUCTION SERVICES (ASSIGNMENT OF

" PUPILS GOVERN-

' , < ED BY THE
PART-TIME S
FULL-TIME

SPECIAL CLASS

SPECIAL
STATIONS

HOMEBOUND,

"IN-PATIENT”
PROGRAMS

( ASSIGNMENT: OF
CHILDREN TO
FACILITIES
GOVERNED BY
HEALTH, CORREC-
TIONAL OR WELFARE
AGENCIES)

INSTRUCTION IN
HOSPITAL OR
DOMICILED SETTINGS

"MON-EDUCATIONAL"

SERVICE (MEDICAL AND WEL-
FARE CARE AND SUPERVISION)

THE TAPERED DESIGN IS USED IN THE CHART TO INDICATE THE CONSIDERABLE DIFFERENCE
IN THE NUMBERS INVOLVED AT THE DIFFERENT LEVELS AND CALL ATTENTION TO THE FACT
HAT THE SYSTEM SERVES AS A DIAGNOSTIC FILTER. THE MOST SPECIALIZED FACILITIES
RE LIKELY TO BE NEEDED BY THE FEWEST CHILDREN ON A LONG-TERM BASIS, THIS
RGANIZATION MODEL CAN BE APPLIED TO DEVELOPMENT OF SPECIAL EDUCATION SERVICES
FOR ﬁ{h TYPES OF DISABILITY, FIGURE 2,

. THE CASCADE SYSTEM OF SPECIAL EDUCATION SERV18E4(EVELYN DENO)




LEAST RESTRICTIVE ALTERNATIVES

.+ "To THE MaxiMuMm EXTENT APPROPRIATE, HANDICAPPED

‘CHILDREN - INcLUDING CHILDREN IN PusLIc Or PRIVATE:

INsTITUTIONS OR QOTHER CARE FACILITIES - SHALL Be

EbucATED WiTH CHILDREN WHO ARe MoT HANDICAPPED”.
(P.L, 94-142 - AMEND. SuB, HOUSE BILL 455)

1, MeeT UN1que NEeps oF EAcH CHILD

2. REMovE FroM REGULAR EDUCATIONAL ENVIORMENT
OMLY WHEN MATURE/SEVERITY OF HANDICAP
Forces SucH A PLACEMENT

\N

. AppLy CoNTINUUM COF SERVICES AND/OR
SUPPLEMENTARY AIDS AND SERVICES




CHILD IDENTIFICATION AND ACCOUNTIN

D e

WRITTEN POLICIES AND PROCEDURES

INCORPORATED IN LOCAL EDUCATION ASSOCIATION
CQMPREHENSIVE PLaN :

IN-ScHooL

A, On-GoIne
B,  SYSTEMATIC
OuT-0F-ScHooL |
A.  On-GoIne
B, BIRTH THROUGH AGe 21
C. A HouseHoLp ConTACT AT LEAST ONCE
IN THREE YEAR PERIOD

DATA MONITORING, COLLECTING, AND REPORTING

A,  UNSERVED
B, ReEasons UNSERVED
C. SERVED

D,  CoLLaTion OF DATA By SPECIAL EDUCATION
REGIONAL RESOURCE CENTER (SERRC)

16




NonN-BIASED ASSESSMENT

1, RAc1AL/CuLTuRAL-FREE EVALUATIONS

2, ADMINISTERED IN CHILD'S NATIVE LANGUAGE
OrR MobE oF CoMMUNICATION

. MuLTI-FACTORED ASSESSMENT

1, EvaLuaTioN CF More THAN ONE AREA AF FuNCTIONING
ADAPTIVE PEHAVIOR
AcADEMIC ACHIEVEMENT
CommuNICcATION SKILLS
CoeNITIVE FuNCTIONING
v v 0w, (ETC))

2, VARIETY OF INSTRUMENTS AND MeTHODS




INDIVIDUAL EDUCATION PROGRAM

vor "A WRITTEN STATEMENT For FACH HANDICAPPED CHILD
DesieNED To MeeT THE UN1que Meeps OF CHILD",

~ (AMEND. SUB. House BILL 455)

1, STATEMENT OF PRESENT LEVELS CF PERFORMANCE
2. STATEMENT OF SPECIFIC EDUCATIONAL
SErRVICES MEEDED
3. ANNUAL GOALS
b, SHORT TERM INSTRUCTIONAL OBJUECTIVES
5. DATE OF INITIATION AND DURATION

Cr SERVICES

b, ANNUAL REVIEW




DUE PROCESS SAFEGUARDS

L e T

-

+++ SAFEGUARDS IN RELATION TO THE IDENTISICATION,
EVALUATION, OR EDUCATIONAL PLACEMENT,..
(AMEND. SuB. House BiILL 455)

1. ApPOINTMENT CF PARENT SURROGATE

2, INSPECT AND REVIEW
3, Pr10R MoTicE AND WRITTEN PerMISSsioN To
‘ IDENTIFY, EVALUATE, CR CHANGE THE
PLAcCeMENT CF A CHILD
by, NoTiFicAaTiON CF ANNUAL ReEVIEW
5. PRESENT COMPLAINTS

A, Case CONFERENCE

B. PLACEMENT TeAaM CONFERENCE
C. ADMINISTRATIVE REVIEW

p, IMPARTIAL HEARING

E. STATE LeveL Review

F. AppeaL To THE COuRrTS




CoNFIDENTIALITY OF RECORDS

+ + + PROTECT AND Assure CoNFIDENTIALLY OF PERSONALLY
IDENTIFIABLE DATE AT CoLLECTION, STORAGE DISCLOSURE
AND DESTRUCTION,

1, WRITTEN PoLIciES AND PROCEDURES AVAILABLE
To PARENTS/ELIGIBLE STUDENTS

2. PARENT/EL1GIBLE STUDENT Ri1GHT To INSPECT/REVIEW
OF EpucaTioN RECORDS

3, ANNUAL NoTirFicaTiOoN OF RigHTS AND PoLICIES
by, DesTrRuUcTION OF DATA

A, WiTHIN F1ve YEArRs FoLLowING NEED

B, PERMANENT RecorD May BE MAINTAINED
NAME, ADDRESS, PHONE NUMBER
BIRTHDATE
GRADES
ATTENDANCE RECORD
GRADE LEVEL COMPLETED

=,




FREE AND APPROPRIATE EDUCATION For ALL HANDICAPPED CHILDREN

1. SPECIAL EDUCATION AND RELATED SERVICES PROVIDED
AT PuBLic EXPENSE, REGARDLESS CF HANDICAP.

2. MEET STATE STANDARDS

3. INCLUDES ELEMENTARY AND SECONDARY EDUCATION, May
INcLUDE PRE=-ScHoOL

b, INCLUDES AN INDIVIDUALIZED EDUCATIONAL PROGRAM (I,E.P.)

5. STATE PLAN INCLUDE:
A. TIMETABLE For AcCHIEVEMENT OF FuLL SERVICES
B. [EescrIpTION CF FACILITIES, PERSONNEL, & SERVICES

6. CeapLines (P.L. 94-142)
A. Ace 3-18, Sept. 1, 1978
B. Ace 3-21, SEFT. 1, 19¢0




UNIT I: THE LAW

RESOURCES

-

Key Provisions of PL 94-142 and Section 504 - an overview.
Definition of '"related services." as used in PL 94-142."

Federal Register/Volume 46: No. 12, Monday, January 19, 1981,
pages 4912 and 4913.

"...to provide clean intermittent catheterization as a 'related
service'..."

Federal Register/Volume 45, No. 251/Tuesday, December 30, 1980.
Pages 86390 and 86391. :
. ..concerning the use of parents' insurance proceeds to pay
for required services..."

No Discrimination/No Barrier in Education, Employment, and Service
Programs by the Parent Information Center, CCHC, 407 S. Dearborn
Street, Room 1075, Chicago, IL 60605.

Evaluation, Placement and Due Process Under PL 94-142 and Section 504.

You Have New Rights - Use Them! by Closer Look.

Fact Sheet: Your Child's School Records, by‘CCHC.

Content of the IEP and sample IEP.

How to Be Assertive at Your Child's IEP.

How to Prepare for a Due Process Hearing.

True-False Test Regarding PL 94-142,

Bibliography.

‘
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KEY PROVISIONS OF PUBLIC LAW 94-142 and SEC. 504

c.

E.

MAJOR REQUIREMENTS FOR EDUCATION OF HANDICAPPED IN SCHOOLS

CHILD IDENTIFICATION AND ACCOUNTING:

1. Written policies and procedures

2. School district comprehensive plan for handicapped education

3. In-School Child Find: on-going and systematic ’

4. Out-of-School Child Find: on-going, 0-21; each household contact three
years 3

5. Data monitoring, collecting and reporting of unserved, reasons; and served

NON-BIASED ASSESSMENT: =

1. Racial/cultural-free evaluations .
2. Administered in child's native language or mode of communication
3. Renewed at least once each three years

MULTI-FACTORED ASSESSMENT:

1. Evaluation of more than one area of functioning: adaptive behavior,
academic achievement, communication skills, cognitive functioning,
etCeveo

2. Use variety of instruments and methods

INDIVIDUALIZED EDUCATION PROGRAM (PLAN):
1. "...written statement for each handicapped child designed to meet the
unique needs of child..."
2. I.E.P. includes:
a. Statement of present levels of performance
b. Statement of specific educational services to be provided (including
related services)
c. Extent to which child will be able to participate in regular program
d. Statement of Annual Goals, including short term instructional objec-
tives
e. Projected dates for initiation of services and duration
f. Appropriate objective criteria and evaluation procedures and schedules
for determining, on at least an annual basis, whether the short term
. instructional objectives are being achieved.

DUE PROCESS SAFEGUARDS:

1. Appointment of parent surrogate

2. Inspect and review records

3. Prior notice and written permission to identify, evaluate’
4. Prior notice, right to complain of placement or change

5. Notification of annual review (periodic)

6. Present complaints or secure information through:

a. Case conference d. Impartial Hearing
b. Placement Team conference e. State Level Review
c. Administrative Review f. Appeal to courts

23




KEY PROVISIONS OF PUBLIC LAW 94-142-and SEC. 504 ‘Page 2.

F. LEAST RESTRICTIVE ALTERNATIVE PLACEMENT:
1. Meet unique needs-of EACH child
2. Remove from regular educational environment ONLY when nature/severity
of handicap prevents being met with supplementary aids, etc.
3. Apply continuum of services and/or supplementary aids and services

G. CONFIDENTIALITY OF RECORDS: _
1. Written policies and procedures available to parents
2. Parent right to inspect/review educational records
3. Annual notification of rights and policies
4, Destruction of data: within five years if no longer needed must notify,
offer records if destroyed; retain name, address, phone, birthdate,
grades, attendance record, grade levels completed

H. EREE APPROPRIATE PUBLIf EDUCATION FOR ALL HANDICAPPED:

. Special education and related services provided at public expense
regardless of handicap

2. Meets state standards

3. . Includes elementary and secondary education, may include pre-school (as
per state decision/provision)

4. Includes IEP for every child

5. State plan must include timetable for achievement of full services and

' description of facilities, personnel and services

6. Deadlines (94-142/504) require admit every handicapped child 5-21 and
provide an appropriate program placement and related services by
9/78; also diagnostic assessment services to 0-4 and placement 1if
available

"No otherwise qualified handicapped indiwvidual in the U.S.... shall,
solely by reason of his handicap, be excluded from the participation
in, be denied the benefits of, or be subjected to discrimination under
any program or activity receiving federal financial assistance

Sec. 504, P.L.93-112.

.
I3
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DEFINITION OF RELATED SERVICES

L
‘ | 4
~

The term 'related services" &% used in PL 94-142 is defined in Section
121a.13 of the regulations. It means: ‘

.. .transportation and such developmental, .ccrrective, and other
supportive services as are required to assist a handicapped child

to benefit from special education, and includes speech pathology

and audiology, psychological services, physical and occupational
therapy, recreation, early identification and assessment of disabil-
ties in children, counseling services, and medical services for
diagnostic or evaluation purposes. The term also includes school
health services, social work services in schools, and parent counsel-
ing.

(The terms within this definition are further defined in the same section.)
The comment to Section 12la.13 states, however, that: Y

The list of related services is not exhaustive and may include other
developmental, corrective, or supportive services (such as artistic
and cultural programs, and art, music, and dance therapy) 1if they
are,required to assist a handicapped child to benefit from special
education.

from varying professional backgrounds and with a variety of operational
titles, depending upon requirements in individual States. For example,
counseling services might be provided by social workers, psychologists,
or guidance counselors; and psychological testing might be done by
qualified psychological examiners, psychometrists, or psychologists,
depending upon State standards.

‘ There are certain kinds of services which might be provided by persons

4
Each related service defined under this part may include appropriate
administrative and supervisory activities that are necessary for
program-planning, management, and evaluation.




‘ @12 Fodesal Register / Vol. 48, Ne. 12 / Monday. January 19, 1981 / Rules and Regulations

DEPARTMENT OF EDUCATION
Office of Special Education

34 CFR Parts 104 and 300
Assistance to States for Education of

Acancy: Department of Education.

ACTION: Notice of Intarpretation.

Z ts

SUMMARY: The Secretary of Education

‘interprets Part B of tha Education of the

Handicapped Act and Section 504 of the
Rehabilitation Act of 1973 to require
public educational agencies to provide
clean intermittent catheterization as a
“related service” when it is required to
provide a free appropriate public
education, including services in the laast
restrictive environment, to handicapped
children who are entitled to receiva
services under those statutes. This
interpretation is issued in responsa to
public inquiries regarding Department
policy on the matter.

EFFECTIVE DATE: This interpretation is
éxpected to take effect 45 days after it is
transmitted to Congress. Interpretations
are usually transmitted to Congress
several days before thay are published
in the Federal Register. The effectiva
date of interpretations that are subject
to the transmittal requirement is
changed by statute if Congress takes
certain adjournments.' Although the
interpretation of Section 504 is not
subject to this requirement, the

Secretary has decided to set its effectiva’

date for the same day as the
interpretation of Part B of the Education
of the Handicapped Act. If you want to
know the effective date of this
interpretation, call or write the
Department of Educaiion contact
persons.

POR PURTHER INFORMATION CONTACT:
Ma. Shirley A. Jones, Office of Special
Education, Department of Education,
Donohoe Building, 4th Floor, 400
Maryland Avenue, S.W., Washington,
D.C. 20202, telephone: (202) 472-7921.
Mr. Edward A. Stutman, Office for Civil
Righte, Depurtment of Education,
Switzer Building, Room 5430, 300 C
Street, S.W., Washington, D.C. 20202,
telephone: (202) 245-0781.

SUPPLEMENTARY INFORMATION:
The Issue

The jssue presented is whether Part B
of the Education of the Handicapped
Act, as amended ("'Part B"; 20 U.S.C.
1411-1420) and its regulations (34 CFR
Part 300: formerly 45 CFR Part 121a) and
Section 504 of tha Rahabilitation Act of
1973, as amended ("Section 504""; 29
U.S.C. 794) and its regulations (34 CFR
Part 104; formerly 45 CFR Part 84)
require public educational agencias to
provide claan !ntermittent
cathetérization as a relatad service to
eligible handicapped children when
thoss children require tha sarvice to
receiva a free appropriate public
education, including services in the least
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The Interpretation

Both Part B and Section 504 require
public educational agencies to provide
clean intermittent catheterization as a
“related service" to handicapped
children who are entitled to receive
services under those statutes, when it is

" required to provide a free appropriate
public 2ducation, including services in
the least restrictive environment.

Background

A procedure called “clean intermittent
catheterization" “(CIC)” is often
recommended for physically
handicapped children who have
impaired function of the urinary bladder.
It is usually a relatively simple
procedure to administer with minjmal -
training and can be performed bya ~
school nurse, the individial requiring
catheterization, or another responsible
person, none of whom need o be
licensed to perform the service.
Therefore, for the limited purpose of
interpretating Part B or Section 504, the
Secretary does not interpret CIC tobe a
medical service. In fact, a number of
educational agencies are not providing
this service to handicapped children as
a part of their school health services. A
report on the use of CIC accepted and
endorsed by the Urology Section of the
American Academy of Pediatrics on
October.23, 1978, states that “CIC in
infancy must be carried out by an adult,
but with normal intelligence most
children are able to self-catheterize from
approximately six to seven years of age,
sometimes even earlier.”

While the number of children in the
United States who currently require
assistance with CIC cannot be stated

with precision, those children who most -

often use CIC have myelodysplasia
(spine bifida), which medical authorities
estimate to occur in 1-2 live births per
thousand in tiie United States. However,
not all children with spina bifida require
catheterization, and the majority of
children who are catheterized do not

. require assistance with catheterization
throughout the years they attend
elementary and secondary school.

PartB

Under Part B of the Educanon of the”
Handicapped Act, a handicapped child

within the eligible age ranges is entitled .

to receive @ free appropriate public
education, a term defined in Section 602
of the Act to include special education

and related services. 20 U.S.C. 1401. The -

term "related services" is defined in
Section 602(17) to mean:
** * * transportation, and such

developmental, corrective, and gther
supportive services (including speech

-

pathology and audiology, psychological
services, physical and occupational therapy,
recreation, and mrdical and counseling
services, except that such medical services
shall be for diagnostic and evaluation
purposes only) as may be required to assist a
handicapped child to benefit from special
education, and * * * the early identification
and assessment of handicapping conditions
in children.”

The regulations implement this
section by defining each statutorily-
specified related service, and by
specifying other services, including -
school health services, as well.
Moreover, while clthetenzntion is not
specifically ligted as a “relafed service;’,
the “Comment” that follows ; 34 CFR.
300.13 states:

**The list of rahted services is not
exhaustive and may include other
developmental, corrective, or supportive
services * * * if they are required to assist a

* handicapped child to benefit from special

education.”

In addition to the related services
requirements outlined above, each
public agency must ensure that to the
maximum extent appropriate,
handicapped children are educated with
children who are not handicapped, and
that special classes, separate schooling,
or other provision of educationtq .
bandicapped children outside of the
regular environment occurs only when
thie nature or severity of the handlcnp ll
such that education in the regular
classes cannot te satisfactorily
achieved with the use of supplementary
aids and services. 20 U.S.C. 1412(5)(3)
34 CFR 300.550.

In light of the above, the Secretary
concludes that clean intermittent
catheterization is a “related service” as
that term is defined in the Education of

. the Handicapped Act. CIC must be

provided when it is required to provide
a free appropriate public education,
including services in the least restrictive
environment, to handicapped children
receiving special education. A public
agency is not required to provide CIC to
a child who is enrolled in a day

when that child is not in school. Nor is
the agency required to provide routine
medical services, such as laboratory
analysis, that may be related to the
provision of CIC. (These services are
also not required under Section 504.)

Section 504 ;

Under Section 504 and the
Department'’s implementing regulation,
puhlic educational agencies are required
to provide regular or special education
and related aids and services to eligihle
lmndicnpped hildren. 34 CFR 104.3(j),
104.3(k)(2). Those handicapped children
entitled to services under Section 504

must be provided a free appropriate
public education “regardless of the
nature or severity of the person's
handicap”. 34 CFR 104.33(a). Moreover,
Section 104.34 of the regulation requires
that handicapped persons be educated
in the regular educational environment
unless this cannot be satisfactorily
achieved with the use of supplementa

.aids and services.

Therefore, the Secretary concludes.
that, under Section 504; clean
intermittent catheterization is a ‘‘related
service” when it is necessary to ensure
the provision of a free appropriate
public education, including services in
the least restrictive environment, for
handicapped children requiring regular
or special education.

Judicial Precadent
The limited judictal precedent on

catheterization as a required service is
consistent with the Secretary’s

. interpretation. See Tatro v State of

Texas, 625 F.2d 557 (5th Cir. 1960);

. Tokarcik v. Forest Hills School D:stn’ct.v

No. 7¢-338 (W.D. Pa. Oct. 31, 1980); and
Hairston v. Drosick, 423 F. Supp. 180
(S.D. W.Va. 1976). In the cases decided -
after publicaition of regulations under
Part B and Section 504, the courts held
that CIC is a related service which must
be provided to handicapped children. In
the case decided before publication of
the regulations, the court held that a
handicapped child could not be
excluded from the regular classroom
because she needed CIC.
(20 U.S.C. 1401, 1411-1420; 29 U.S.C. 794)
Dated: January 13, 1961.
Shirley M. Hufstedler,
Secretary of Education.
['R Doc. $1-1083 Flled 1-16-81; 845 am)}
BILLING CODE 4008-81-4
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DEPARTMENT OF EDUCATION
Oftice of.Special Education
Ottice for Civil Rights

34 CFR Part 104 and 300

Nondiscrimination on the Basis of
Handicap in Programs and Activities
Recelving or Benefiting From Federal
Financial Assistance; and Assistance
to States for Education of
Handicapped Children .

AGENcy: Department of Education.
ACTION: Notice of Interpretation.

SUPPLEMENTARY INFORMATION:

The Issue

. The issue is whether Part B of the
Education of the Handicapped Act, as
amended, (“Part B"; 20 U.S.C. 1411-1420)
and its regulations (34-CFR Part 300;
formerly 45 CFR Part 121a) and Section
504 of the Rehabilitation Act of 1973, as
amended (“‘Section 504'"; 29 U.S.C. 794)
and its regulations (34 CFR Part 104;
formerly 45 CFR Part 84) permit an
educational agency responsible for the
education of a handicapped child to

“ require the child's parents to file

S$UMMARY: The Secretary of Education
interprets Part B of the Education of the
Handicapped Act, as amended, and
Section 504 of the Rehabilitation Act of
1973, as amended, concerning the use of
parents’ insurance proceeds to pay for
required services. It is the Secretary's
interpreta :on that these statutes and
their implementing regulations do not
permit an educational agency
responsible for the education of a
handicapped child to require the parents
f that child to use private insurance
‘Jroceeds to pay for required services
here the parents would incur financial
loss. This interpretation is issued in
response to public inquiries regarding °
Departmental policy on the matter.

EFFECTIVE DATE: This interpretation is
expected {3 take effect 45 days after itis
transmitted to-Congress. Interpretations
are usually transmitted to Congress
several days before they are published
in the Federal Register. The effective
date of interpretations that are subject
to the transmittal requirement is
- changed if Congress takes certain
adjournments, Although the
interpretation of Section 504 is not
subject to this requirement, the
Secretafy has decided to set its effective
- date fér the same day that the
interpretation of Part B of the Education
of the Handicapped Act becomes
effective. If you want to know the -
&ffective date of this interpretation, call
i or write the Department of Education
contact persons, , :
FOR FURTHER INFORMATION CONTACT:
Ms. Shirley A. Jones, Office of Special
Education, Department of F " acation,
Donchoe Building, Roor.. -3, 400
‘Maryland Ave. S.W., Washington, D.C.
0202; telephone: (202) 472-7921. Mr.
‘dwnrd A. Stutman; Office for Civil
ights, Department of Education.”
Switzer Building, Room 5430, 300 C St.,
S.W., Washington, D.C, 20202,
telephone: (202) 245-0781,

ERIC

IToxt Provided by ERI

insurance claims and use the proceeds
to pay for services that must ba
provided to the child-under Part B and
Section 504. . .

The interpretation

Both Part B and Section 504 prohibit a
public agency from requiring parents, *
‘where they would incur a financial cost,
to use insurance proceeds to pay for
services that must be provided to a
handicapped child under the “{ree
appropriate public education”
requirements of those statutes. The use
of parents' insurance proceeds to pay
for services in these circumstances must
be voluntary on the part of the parents.

Discussion .

Under Section 612(2)(B) of Part B (20
. U.S.C. 1412(2)(B)). each participating
State must make available to all
handicapped children within specified

ages a free appropriate public education.

' “Free appropriate public education” is
' defined in Section 602(18) of the
. Education of the Handicapped Act, as
amended, (20 U.S.C. 1401(18)) as  ~
-~ “special education and related services
which are provided at public expense,
| under public supervision and direction,
and without charge. . . ." The
requirement to provide these services is
implemented in 34 CFR 300.300 et seq.
Similarly, the Department's '
regulations implementing Section 504
require any recipient of Federal
financial assistance that operates a
public elementary or secondary *
education program to “provide a free
appropriate publiceducafion to each
. qualified handicapped person who is in
the recipient’s jurisdiction, regardless of
the nature or severity of the person’s
handicap.” 34 CFR 104.33(a). The
provision of a free education is defined
as "the provision of educational and
related services without cost to the
handicapped person or to his or her
parents or guardian, except for those
fees that are imposed on non-

RS

handicapped persons or their parenis or
guardian,” 34 CFR 104.33(c). '

The Secretary interprets the
requirements that a free appropriate
public education be provided "without .
charge” or "without cost” to mean that
an agency may not compel parents to
file an insurance claim when filing the
claim would pose a realistic threat that
the parents of handicapped children
would suffer a finanial loss not incurred
by similarly situated parents of non-
handicapped children. Financial losses
include, but are not limited to, the
following:

(1) A decrease in avaiiable lifetime
coverage or any other benefit under an

insurance policy:

-

(2) An increase in premiums or the
discontinuation of thé policy: or

(3) An out-of-pocket expense such as
the payment of a deductible amount
incurred in filing a claim.

Financial losses do not include
incidental costs such as the time needed
to file an insurance claim or the postage
needed to mail the claim.

The statutory and regulatory
provisions relating to a free appropriate
public education guarantee freedom
only from financial loss as described
above. Therefore, when the educational
agency pays the financial costs related
to filing a claim and no other cost (such
as those listed above) is imposed, the.
parent suffers no financial loss. In
addition, an agency may insist that
parents file a claim when they would
incur only minor incidental costs such
as the time required to complete the
form. The agency may require the
parents to file a claim if it gnsures that
parents do not have to bear even a
short-term financial loss. For example, if
benefits begin only after a $50.00
deductible, the agency may insist that
the parents file a claim if it pays for the
services and the deductible in advance.

(20 U.S.C. 1401, 1411-1420; 28 U.S.C. 794)
The responsibility to make available a

free appropriate public education does
not mean that a public educational

" agency must use only its own funds for

that purpose, An agency may use
whatever State, local, Federal, and
private sources of support are available
to pay for required services. See 34 CFR

"300.301(a) and 34 CFR 104.33(c}(1).

Moreover, nothing in the Part B or
Section 504 regulations relieves an
insuror or similar third party from an
otherwise valid obligation to provide or
pay for services to a handicapped child.
See 34 CFR 300.301(b) and 34 CFR
104.33(c). . ‘

IS




Call for Public Comment

The Secretary is interested in
receiving public comments on the extent
to which the Department should provide
further guidance on the use of insurance
proceeds or other sources of funds to
pay for services to handicapped
children, and on the relationship
between educalional agencies and
insurance carriers. These comments
may be sent at any time to the :
Department contact persons identified '
in the beginning of this document. . s

\

Dated: December 22, 1980. . o
Shirley M. Hufstedler, . ' ~
Secretary of Education. : .

|
|
\
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SECTION 504 and the EDUCATION of HANDICAPPED CHILDREN

The education provisions of SECTION 504 are closely coordinated with P.L. 94~142 (the
Education for All Handicapped Children Act), signed into law November 29, 1975.
Provisions of both P.L. 94-142 and the education provisions of SECTION 504 become »
effective September 1, 1978.

REQUIREMENTS: - .

All recipients of HEW funds which operate public elementary or secondary education |
programs must "provide a free appropriate public education to each qualified handi- }
capped person who is in the recipient's jurisdiction, regardless of the nature or |
severity of the person's handicap”. (S 84.33) ’

SECTION 504 PROHIBITS DISCRIMINATION BY:

. Public and Private Pre-School Programs

. Public and Private Day Care Centers

. Public and Private Adult Education Programs

. Public and Private Elementary and Secondary Education Programs

DEFINITION: APPROPRIATE EDUCATION and FREE EDUCATION

"the provision of an APPROPRIATE EDUCATION is the provision of regular or special
education and related aids and services that (i) are designed to meet individual
educational needs of handicapped persons as adequately as the needs of non-handi- ‘
capped persons are met and (ii) are based upon adherence to procedures that satisfy
the requirements of SS 84.43, 84.35, 84.36".
(S 84.33)

. y
"the provision of a FREE EDUCATION is the provision of educational and related ser-
vices without cost to the handicapped person or to his or her parents or guardian,
except for those fees that are imposed on non-handicapped persons or their parents
or guardians. ...if a recipient places a handicapped person in or refers such person
to a program not operated by the recipient as its means of carrying out the require-
ments of this subpart, it may consist of payment for the costs of the program".

REQUIREMENTS:

. Annual identification of handicapped children by public school districts
. Annual notification to parents of handicapped children's rights to special education
services
. Implementation of an Indlvzduallzed Education Program, in accordance with P. L. 94-142
. . Pre-placement evaluation
. Evaluation procedures which "accurately reflect the student's aptitude or, achieve-
ment level” »
. Placement procedures which ensure proper.documentation of information and which in-
volve persons knowledgeable about the child in placemaﬁtxdecisions
. Mainstreaming in educational programs and other activities
. Parent access to school records and confidentiality as to contents
. Periodic reevaluation of handicapped children
. Transportation to educational programs
. Procedurel safeguards and Due Process Procedures which involve parents
. FREE RESIDENTIAL PLACEMENT (when such placement is necessary to meet educational
needs of handicapped children)
| . Equal opportunity for handicapped students to participate in:
1 [:R\!: - non-academic services - health services (j'
i . - U




NO DISCRIMINATION / NO BARRIER

in Education, Employment, and Service Programs

A subsidiary of (Summary of Section 504, Rehabilitation Act of 1973 - P.L. 93-112)
CO-ORDINATING COUNCIL

_tor HANDICAPPED CHILDREN

407 3. Dearborn St. room 1075

Chicago, i11. 80605 (312} 938-3513

SECTION 504 has been called "the FIRST FEDERAL CIVIL RIGHzS LAW protecting the
Rights of the Handicapped" It provides that: "no...qualified handicapped in-
dividual...shall, solely by reason of his handicap, be excluded from the par-
ticipation in, be denied the benefits of, or be subjected to discrimination
under any program or activity receiving federal financial assistance"”.
(SECTION 504 - of the Rehabilitation Act of 1973, 29 U.S.C., 706 (S 84.4)

HISTORY

SECTION 504 is part of the Rehabilitation Act of 1973 (P.L. 93-112) and became
law that year. At that time, Section 504 specifically applied only to discri-
mination in employment. In 1974, the Rehabilitation Act Am@ndments of 1974
(P.L. 93-516) extended coverage of Section 504 to all areas of civil rights
including: educat.ion, post-secondary education, vocational training, employment,
health, welfare, and other social service programs. (Preamble)

SECTION 504 RULES AND REGULATIONS went into effect April 28, 1977, when they were
‘ signed by HEW Secretary Joseph A. Califano, Jr. SECTION 504 applies to all recip-
‘ ients of HEW (Health, Education, and Welfare) funds, including:

.States, Counties, Cities, Towns, Villages, and their political subdivisions
. Instrumentalities of states and their political subdivisions
.Public and Private Schools .Public and Private Hospitals, clinics
.Public and Private Institutions .Other health service providers
.Public and Private Colleges .Public and Private agencies
.Other organizations and entitities receiving HEW funds

(S 84.2)

DEFINITION: HANDICAPPED PERSON

"Any person who:
. Has a physical or mental impairment which substantially limits one or more
major life activities
. Has a record of such an impairment
. Is regarded as having such an impairment"”
. Is a drug addict or an alcoholic
' (S 84.3)

-

DISCRIMINATION IS PROHIBITED IN:

. Education of Handicapped Children
. Vocational Education Programs
. College Programs and Other Postsecondary Education Programs
. Employment , : . |
. Health, Welfare, and Other Social Service Programs ¢}1_
. Other Programs and Activities Funded by HEN !
nMn Afiiate of CLOSER LOOK ACCESSIBILITY )
for he 4 "Service providers and gmflogers are required to make !
::‘ dlcoppec reasonable accommodation” to make programs, services
and facilities accessible to the handicapped.




O

ERIC

Aruitoxt provided by Eic:

- extra-curricular activities ~ transportation
- recreational programs - referrals to service providers
- athletics - referrals for employment purposes

- counseling services . :
- special Interest groups or clubs sponsored by the School
S 84.34 - 84.37

SECTION 504 and POST—-SECONDARY EDUCATION

All rost-secondary education programs and activities - including colleges and post-
sec-ndary rocational educaticn programs and activities - are covered by SECTIOR 504.

REQUIREMENTS:

All recipients of HEW Junds which operate colleges and other post-secondary educdtion
srograms and activities are prohibited from discriminating against handicapped persons

n:

ra

Fdmissions
Almissions tests (idmissions tests must be admiﬁistered "so as best to ensure that
...the test results accurately reflect the applicant's aptitude or achievement
ievel.s ")
tre—-admission Inquiries about applicant’s handicap - except to implement policies
w1 Affirmative Action
Azaderic Frograms
kescorch rograms
Course Examinations
notupational Training Programs
Health FPrograms
Counsc¢ling Programs
Insurance Programs
Financial Assistance Programs
rhysizal Education Programs
Athletic Prngrams
Recreatior Programs |
Transportation Programs :
Extracurricular Activities ‘
Student Employment and placement services
Sowial and Fraternal Orgénizations which receive assistance from the recipient ‘
Housing - : .
|
\
|
|

~

Ather Programs and Activities receiving federal funds
{5 84.41-50)

ALSO PROHIBITED: | ) | '

Rules thét_limit participation of handicapped students in educational program
and/or activity : ' ‘ ' '
Denial of auxiliary aids such as:

- taped texts and tape recorders

- guide dogs

- Interpreters

- library readers

- special classroom equipment for manually impaired

(if 84-43-50)

ACCESSIBILITY
ALL providens of education progrnams neceiving H.E.W. funds are nequired to make
measorable accommodation” to make programs, services, and facilities accessible

to the handicapped.

oo

-3




SECTION 504 and EMPLOYMENT OF HANDICAPPED INDIVIDUALS

Discrimination in employment against qualified handicapped individuals is prohibited
by SECTION 504, which states: "No qualified handicapped person shall, on the basis of
handicap, be subjected to discrimination in employment under any program or activity
to which this part applies". (S 84.11)

H.E.W. recipients - including programs receiving funds under P.L. 94-142 (Education
for All Handicapped Children Act) are required to take Affirmative Action to employ
and advance qualified handicapped persons.

DISCRIMINATION S PROHIBITED IN:

. Recruitment . Fringe benefits

. Advertising . Layoff & return from layoff

. Processing of applicatiopns . Rate of pay or other compensation
Hiring, termination, and rehiring . Job assignment and job classification
Upgrading, promotion and demotion . Organizational structure and position
Tenure and seniority description
Transfer . Line of progression

. Departure and return frcm leave of absence and sick leave
. Selection and financial support for training including:

Ypprenticeship

professional meetings

conferences '

leave of absence to pursue training
other related activities

. Employer sponsored activities including:

|
\
- social programs .
- recreational programs ’
- other terms, conditions and privileges
(S 84.11)

Employers are required to make "REASONABLE ACCOMMODATION to the known physical or
mental limitations of a handicapped applicant or employee” unless they can demon-
strate that this would impose an undue hardship. (S 84.12)

EMPLOYERS ARE REQUIRED TO: . -

. Make facilities accessible to handicapped persons

. Acquire or modify or redesign equipment or devices

. Restructure jobs

. Provide part-time or modified work schedules

. Refrain from using tests or criteria which have disproportionate, adverse effect
on employment opportunities of handicapped persons

(S 84.12)

PENALTIES FOR NON-COMPLIANCE WITH SECTION 504 ARE: |
"suspension on termination of on nefusal to grant on Zo continue Federal Assist- i
ance on by any othen means authonized by Law". (S 80.8) |

NON-COMPLTANCE COMPLAINTS SHOULD BE FILED:
. In witing within 180 days Qe
. To HEW Regwnal Civil Rights Office 4

In Chicago: HEW REGIONAL CWIL RIGHTS OFFICE

300 South Wacken Dnive, 29th gloon

Chicago, 1&&inods 60606

(312) 353-1781




Know Your Rights! . .. A Special issue

REPORT FROM

GL(

NATIONAL IFORMATION CENTER FOR THE HANDICAPPED

A Project of the U.S. Department of Health, Education, and Weifare
Office of Education, Bureau of Education for the Handicapped

oFR LOOK

FALL 1977

You Have New Rights — Use Them!

At the beginning of this school year, some ex-
tremely important things happened which have
strengthened the rights of handicapped children—and
their parents. '

¢ Final federal regulations were issued, spelling out
clearly how The Education for All Handicapped
Children Act (Public Law 94-142) will actually
work. The regulations were published in August
and went into effect October 1. They reinforce our
‘ national commitment to a free, appropriate edu-
cation for every handicapped child, including the
most severely disabled. And they set up detailed
procedures for achieving that goal.

e Earlier in the year, in April, the federal govern-
ment took action to enforce the rights of all
handicapped people by setting down strang regu-
lations for Section 504 of the Rehabilitation Act of
1973. These regulations assure equal opportuni-
ties for the handicapped in every facet of com-
munity life; in the area of education, they make
ciear that no handicapped child may be excluded
from publicly supported schooling; that schools
(including post-secondary and vocational
schoois) must be accessible to all; that education
must meet individual needs. It a school system
persists in denying the rights of the handicapped,
it faces the possibility of loss of federal funding.
(Section 504 prohibits discrimination against
handicapped individuals of all ages by any

agency or organization receiving federal funds.) .

Both of these government actions have a direct
impact on the lives of handicapped people—an impact

which is only beginning to be feit. Both laws, strong"

far-reaching as originally written, now have the
ional force of specific rules for implementation.
There are, some advocates point out, certain ways in
which thése regulations could have been made even
stronger in protecting the rights of the handicapped.
O _they stand, they provide new and effective
ERIC for bringing handicapped people into the
Tamsweam, at last. ,

LS

e

No law is a panacea, and no law can automatically
relieve parents and handicapped young people of
their frustrations with systems that have only recently
begun to include them. The important fact to re-
member is that opportunities are now available to
parents that never existed before. In most cases, it's
still going to take hard, persistent work—to make sure
that handicapped kids get the education they need.
But new opportunities are there—and parents must
know how to seize them. :

The recognition of the role, and the rights, of par-
ents .of handicapped children is one of the most
significant changes in public policy brought about by
Public Law 94-142. There is no longer any legitimate
debate about whether parents should participate in
planning and monitoring their child’s educational pro-
gram. Every step along the way—from the time a
child's special need is first suspected—a parent's right
to take action is now protected by law.

We've put this special issue of our newsletter to-
gether not to describe each specific regulation of P.L.
94-142, but to help parents use these new legal tools
—and sharpen their own skills in fighting for equal
opportunities for their chiidren.

" We receive letters from parents every day about

- school programs that are inadequate—or worse. The

parents of a ten-year-old daughter born-with Down's -
Syndrome write that she was in kindergarten for two
years and a “baby-sitting” tirst grade for the next three

(continued on next page)

You may think we've forgotten you. We ha-
“ven't. You are still on our mailing list. The fact is
that the high cost of printing and distribution has
made it necessary for us to combine our issu-
es—and publish only twice each year. So, please
be patient. We care about communicating with
you, and you'll continue to hear from us . . . just a
little less often. -




New Rights—Use Them! (continued)

because the principal had said “she can’t learn any-
thing.” A mother writes that she has battled unsuc-
cessfully for thirteen years to get her child, who is
diagnosed as having learning disabilities, out of a
school “dumping ground.” And the father of a teen-
aged boy writes inagony about years of failure. He asks
urgently for some help in finding vocational education
so that his son won't drown in his own defeat.

These parents now have the right to demand that
their schools do something at once about such situa-
tions. Programs must be reviewed, must take into
account each child's individual needs, and must con-
tain specific, appropriate services. Individualized edu-
cation programs (referred to as |IEPs) must be drawn
up for every handicapped child—and must be
changed as children change.

By law, these programs must be designed by teams
including the child’'s teacher, a school administrator
and—you, the parent. You belong at that conference
table. Your voice in decisions about what happens to
your child in school is essential. Your instinct and
kncwledge about your child are invaluable—and be-
sides, you are the one who has the prime responsibil-
ity for your child's welfare, not just today, but in the
years {0 come.

This team approach is a new scenario for most
people—both parents and professionals. We're all

_going to have to learn a great deal more about work-
ing together. There are many school professionals
who welcome the idea of conferring with parents as
equals, and see the benefits that flow from that rela-
tionship. There are others who do not welcome the
idea at all, and give it lip service at best. Schools have
always been their turf, and some of them tend to feel
defensive about meetings with parents, as if they were
under attack. Often, they see parents as over-
demanding and pushy, or apathetic and uncoopera-
tive, not realizing that parents frequently are reacting
to years of being shoved out of school offices. Many
parents, on the other hand, feel shaky about contacts

- with the school, as if they didn't know enough to hold
their awn. Others may have become so angry and
overbearing that they trigger hostile reactions without
even realizing it. New habits of thinking and behaving
are needed—not only to make meaningful planning
possible, but also to open up lines of communica-
tion—so that problems can be dealt with as they come

up.

This is a changing school scene, requiring more
candor and open discussion, more willingness to face

up to our own limitations, to recognize our own biases

and see the value of pooling our thoughts and ener-
gles Whats wrong, for instance, with administrators

g openly to parents that they must have more
EKC

trained teachers and special equipment in order to
serve handicapped children adequately—and then
going together to the school board or state legislature,
to speak up for more funding to Create better pro-
grams?

It doesn't always work that way. Resistance to
change is a reality. There are difficult problems, tragic
problems that parents have had to live with for years.
And although the law sets up machinery for solving
problems through persuasion and understanding,
meetings and discussions can break down. To take
care of deadlocked situations, a system for settling
disputes through impartial hearings is written into
the law. This system for protest and appeal is going to

require a lot of new learning, too. It can be cumber-

some, draining and deeply frustrating.

Unquestionably, parents need help in learning the
ropes. Training for parents—not just for teachers
—could make things work a lot more smoothly for
everyone. Advocacy organizations are taking on this
assignment, and courses are springing up in how to
get school services under new laws. It's a good idea; in
fact, it should be a priority for every parent group.
Some parent groups are beginning to set up programs
for sensitizing school professionals, administrators
and 'school board members, too, to the kinds of
problems that families of handicapped children must
cope with. Efforts like these can change old styles, ais
old grievances and possibly even bury them ... so
that we can get on with a new, fruitful collaboration
between parents and professionals.

Parents are in the decision-making act now, where
they belong. It may take some practice—but you c¢an
do it! In fact, this is really what hundreds of brave and
forceful parents have been doing for years, as they've
fought to get their kids out of inferior classrooms,
insisted that children who were faiting get special
teachmg, gone doggedly to meeting after meeting to
convince schools to accept children who were con-
sndered “ineducable.”

There's a _difference now. A big difference. Now

" parents have the law on their side. If you and your

child have been turned away from school, told “we

don't take children like that" or given an exhausting

run-around when you tried to get necessary-services,
this is the time to try again. (And please get the help of
an experienced parent or other advocate if you possi-
bly can!)

In the pages that follow, we've tried to be as specific
as possible about some of the basic do's and don'ts of
parent participation. We hope you'll find these useful.
Don't forget . .. the rights of parents are there to
protect the nghts of children. Learn them . . . and use

themt!
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DUE PROCESS

IN A NUTSHELL

Throughout this guide, we've indicated times when
due process enters the picture. Here's a quick review to
keep in mind the main steps invoived in due process.
Each of these steps reinforces your right to stay on top
of decisions about your child.

1. You must receive notice tn writing before the
school system takes (or.recommends) any
action that may change your child's school
prograin. Nétice in writing is also required if a
school refuses to take action to change your
child's program. ‘

2. You have the right to give—or withhold—per-
mission for your child to be: tested to deter-
mine whether or not he requires special educa-
tion services (identification); evaluated by
specialists to determine what his educational
needs are (evaluation); placed in a_specific
school program to meet his needs (place-
ment). ) '

3. You have the right to see and examine ail
school records related to the identification,
. evaluation and placement of your child. If you
‘ find that certain records are inaccurate or
misieading, you have the right to ask that they
be removed from your child’s file. Once re-
moved, they may not be used in planning for

your child's placement.

4. If you do not agree with the school's course of
action at any point along the way, you have the
rightto request an impartial due process hear-
ing. This means that you can initiate a hearing
to protest any decision related to identifica-
tion, evaluation or placement of your child.

5. Ifyoufail to win your case, you have the rightto
appeal the resuits of the due process hearing
to the State Department of Education; and you
can appeal to the courts if you lose your case at
the state level.

Calling for a due process hearing is your right. but

. remember that it can be an exhausting process. Before
going this route, be sure you have tried to settie
differences through every other means—by being as
persuasive as possible in meetings with teachers, the
principal, special education administrators. if you
know that you're up against a brick wall, and you're
that a due process hearing must be held to resolve
icting points of view, then you'must prepare your

-ase as thoroughly as possible. Be sure to get help
from an advocacy group or alawyer who is familiar with
- pducation law and procedures in your state, or an
Q' nced parent. (According to law, the school
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system must tell you about sources of free or low-cost
legal aid. Ask for this information.)

Know your rights at a hearing:

® The hearing officer must be impartial, may
not be employed by the school district or
involved in the education of your child.

® You have the right to legal counsel (which
includes the advice and support of any advo-
cate, not necessarily a lawyer); to examine
witnesses; present evidence; ask questions
of school spokespeople; obtain a record of
he hearing and all of its findings.

\ .
NOTE: Write directly to the superintendent of schools .

in your district to request a hearing. Hearings

* must be held not later than 45 days after re-
quested. State Departments of Education must
review appeals within 30 days.

HOW CAN CLOSER LOOK HELP YOU
- WITH ALL OF THIS?

We realize we're giving you lots of advice
and that you may need someone to help make |
things happen. That's what we're here for—to
help you locate people in your own area who can
give that extra push. So, please write to us, and
we'll do our best to boost your efforts. (When you :
write, it will help to tell us your child’s age—and
handicapping condition, if he has been diag-
nosed.) We'll put together as riiuch information as
we can to help you out.

If you're tooking for an advocate to accompany -
you to a school meeting on your child's Individu-
slized Education Program (or if you want to talk
with other parents who have some know-how), it
will help to contact a parent group in your com-
munity. We can give you names of organizations
whose members are well-informed about federal
and state laws, and the steps to follow all the way
from testing to due process hearings.

If you want to read more about your child's

disability, we can provide lists of books writtefTby

- parents who have lived through the same trials

you're facing. We will also be giad to tell you about
other reading you can do about rights.

If you are uncertain about the meaning of

. psychological and educational testing we can

give you a free booklet which can help you under-

stand the purpose and shortcomings of the more

well-known tests. (This booklet might also be
helpful to your child's teacher.) .

In short, we're here to help you within the limits
of our resources. Let's hear from you!

36




Planning Your Child’s Education: You Belong on the Team!

Do’s and Don'’ts for Parents

. Laws can seem terribly formidable. It's hard to feel
that they really apply to one’'s own son or daughter.
When it comes to figuring out what they mean, our
tendency is to leave it all to the “experts.”

But we can't. Laws belong to us. You don't have to be
a lawyer to understand a law—or to use it to change
your life and your child’s life.

The following Do's and Don'ts can help you use
specific parts of The Education for All Handicapped
Children Act which give parents new rights. Each of
those parts relates to the ultimate goal of the law: to
provide free and appropriate education services for
every handicapped child. Each part interconnects with
the others like pieces in a puzzle. These important
pieces—testing and evaluation, individualized educa-
tion programs (IEPs) and due process—need you, the
parent, to be sure they fit together . . . and work.

None of these procedures is going to work per-
fectly. There are bugs in every system, and loopholes.
Getting appropriate services is still going to be hard
work. We hope these pointers will strengthen your
hand. Not every one will apply to you, find what fits
your situation, and make use of it. Good luck!

IF YOUR CHILD HAS SPECIAL NEEDS,
TELL THE SCHOOL ABOUT IT!

DO . . . Get in touch with your local superintendent of
schools without delay if your child has a handicap and
is not in school. Your school system is obligated to find
all children with disabilities. According to law, no child
may be excluded from school because of a handicap.
Ask that your child be given an evaluation to find out
what kind of program he should have. -

The school must take a careful and thorough look at
any child who may need special services—by providing

a comprehensive evaluation. Once a child is found

sligible for special education, the school must dtrange
to provide appropriate services; a meeting to prepare
an individualized education program must be heid
wnhm 30 days. o

Don't forget: all this applles not only to young
children, but also to high school age youth with
physical, mental and emotional disabilities. They are
too often a forgotten population!

DO . . . Find out about preschool services for handi-
capped children. A great many state laws now call for
special programs starting at age three, at least for
certain specific disabilities. The principal of your local
school (or the district superintendent) can tell you
more about available programs. P.L. 94-142 provides
incentives for education of children with handicaps
O nages 3 andb5, and programs are growing.
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DO ... Make every effort to work with your child's
classroom teacher if your child is already in school,
but is having problems. There may be some discover-
ies you and the teacher can make together—things
that can be done right now, during school hours or
after, that can help your child. it will take thought,
insight, willingness to try out suggested new activities
that can add up to a brighter outiook for your youngs-
ter. Some preliminary screening may be done, too, to

see if more specialized help is needed at the present

time. If problems persist, don't let things slide. If you
suspect that your child does have a disability do go
ahead with procedures for getting an evaluation. (Your
child's teacher, counselor or principal may carry the
ball on this. If not, act on your own.)

" DO. .. Remember that you can ask for a re-evaluation

even if your child is already placed in a special educa-
tion program. This is especially important if you feel
the placement was based on old, inaccurate orincom-
plete tests—or if you are dissatisfied with the program.
Also, it is important to keep track of a child's needs to
make sure that his program continues o be really

appropriate, to see if he is ready for a change, or

whether his program can be |mproved

DO . .. Put your request for an evaluation in writ-
ing—to the principal of your school or the superin-

- tendent. Keep copies of the correspondence. If vital

information is discussed on the phone, write a letter
confirming the gist of the conversation. Don't trust
important matters (like the date time and place of an

‘evaluation, or what professnonals are in charge of

testing your child) to memory.

" Due Process comes in here. You mustreceivea written

notice from your school system asking your permis-
sion to test your child (even if you have requested the
evaluation). An explanation of all your rights should be
included, including your right to inspect and review all
relevant school records about your child.

You must also get a notice in writing if the school
turns down your request for evaluation, explaining

why. If you can't get an explanation that satisfies you,
and you wish to protest this decison, you canrequesta

due process hearing at this point.

DO . . . Keep your own rights file! Use it to document
any steps you take to find appropriate education and
related services for your child—from:the "“suspicion of
need" stage on up. The file should include: diagnostic
test results and other professional reports, your owt

" notations of attempts by you or your child's teacher to

solve problems, reports from teachers about your
child, copies of letters to and from school officials.
Keep copies of state and federal |laws and procedures
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for education of handicapped children and other rele-
vant information. You'll need all this—to xeep track of
your child's progress, and to stand up for his rights if
the school fails to provide an adequate prograrn.

WHAT SHOULD YOU KNOW ABOUT
TESTING AND EVALUATION?

DO Be sure that the evaluation of your child is
complete .. that it does not consist only of a single
test aimed at pinning an IQ score or any other label on
him . butis a well-rounded stock-taking by a team of
specialists that telis how your child is doing in all areas
ot his intellectual, physical and emotional devel-
opment. This is the only way an appropriate education
program can be provided. Information may
be gathered in difterent ways . . . by talking to people
who know your child (including doctors or other
protessionals), by conferring with classroom teaehers,
by meeting with you, by observing your. child and
giving him some tests.

DO . . Make sure your child has a complete physical
examination. This'is a must. A child who is thought to
be retarded may actually have a visual impairment that
has never been discovered. Other difficulties may be
caused by hidden physical conditions.

DO Remeimnber—caliing a child handicapped by
this or that condition does not tell us about his
otential, how he learns best, what he can do.

00 . Talk about your own observations of your
chiid’'s behavior, strengths and weaknesses to
members of the evaiuation team—to a guidance coun-
selor. or social worker or school nurse. Peopte who do
the evaiuating must know how a chiid acts and reacts

with ditferent people, in different settings, at different’

times ... in school, on the playground, in his own
neighborhood. Your first-hand, round-the-clock
knowledge of your child is important information, and
should be part of the assessment of your child’s
needs.

DO .. Ask what tests will be given to your child, and
why. When you sign your name giving permission to
have your child tested, make your signature count.
Find out what information these tests will yield that can
help you and the school know how your child learns,
what skilis should be strengthened or developed, what
problems he has to deal with, what special help he
needs. Inform yourself as fully as possible about what
these tests are expected to do—before giving your
consent to have your child tested. (Tests may be a big
mystery area for you, as they are for most people. How
about making a study of testing and evaluation through
your locza! parent group or PTA?)

O . . . Be sure that testing does not discriminate in
any way. If a child speaks Spanish, or any language
other than English, tests must be given in thelanguage
he knows best. Children who have grown up in minority
cultures should not be judged by answers to questions

about a worid that is totally strange to them. Children
who are deaf must have interpreters; all testing must
take the nature of handicaps into consideration, so that
the picture of a child's ability is a truly fair one.

DO . . . Insist that the results of testing and evaluation
be explained to you in clear, jargon-free terms, and
that you have copies for your own file

Due process comes in here. If you do not feel that the
school’s evaluation is fair or accurate, you are permit-
ted by law to get an independent evaluation from
other professionals. But—you may end up paying for
it. The school system can ask for a due process
hearing when its evalyation is challenged, to decide
whether or not an outside evaluation is necessary. If
the ruling is in the school’s favor, the school! does not

' have to pay. If you do get an independent evaluation

(whether or not the school pays for it) it must be
considered in decisions about placing your child
—and it may be used as evidence in a due process
hearing.

Testing will not necessarily mean that your child will ~
be found eligible for special education. If you feel that
the school’s decision is wrong on this score, you can
request a due process hearing at this point.

GET READY FOR MEETINGS TO
DECIDE WHAT'S BEST FOR YOUR CHILD

DO . . . Be sure to attend ali meetings held to plan or
check into your child's individualized education pro-
gram (IEP). The law states clearly that an IEP team
must include one or both parents, the child's teacher
and a representative of the school system. (Some-
times, one or more other specialists may be there, {00
It this is the first time your child will get special
services, someone who was involved in testing your
child must be present.) Schools are expected to make
every effort to get in touch with parents to make sure
that they come to IEP meetings—and to arrange timesg
that they can come.

IEPs must be prepared for every child who is
eligible for special education. If no individualized
education program has been drawn up for your child,
check into it. This programming s the key tc getting
appropriate services.‘

DO ... Prepare as well as you can for the school
meeting that will design your child's educational
program. Have your child's file ready, with information
easily available on all testing and evaluation that has
been done—Dby the school, or privately. Use yourright -

. to go through school records to be sure they are

accurate and up-to-date. This meeting must be based
on a recent and comprehensive evaluation, so check
to be absolutely sure this has happened.

DO . . . Bring along a helper to the IEP meeting, if you
will feel more comfortable or secure. More and more
people are getting special training to act as advocates

(continued on next page)




Dc's and Don'ts .continued;

for parents in these new and unfamiliar circumstan-
ces. Your helper can rehearse with you ahead of time,
explain what will go on and how decisions about the
IEP will be reached. Ask members of your local parent
organization if they are aware of this kind of heip. If
you can't find someone trained as an advocate, try to
get assistance from another parent who has been
through it. Experience is a great teacher, and you can
benetit from it. : :

"DO . . Beas clear as possible in your own mind about
what kind of things you believe your chiid is ready to
learn. Talk these over with professionals you trust,
and rely on your own knowledge of your child, too.
Make a checklist of key. items. Does your son need to
learn to sit stil and listen, instead af interrupting
constantly or rnaking inappropriate comments? Does
your daughter need to learn how to speak distinctly?
Does she need heip with self-care skills? Is your teen-
ager getting pre-vocational or job-skill training?

DO . .. Be able to back up your requests for special
kinds of help with diagnostic reports, observations
‘and other information from professionals who know
your child. If you wish, you may ask to have profes-
sionals accompany you to support your point of view.
. This is your right according to law.

DO ... Remember—diagnostic reports, important as
they are, are notinfallible. They don't say all there is to
be 5aid about a child. Your most important job is to
make sure that the others at the conference never
forget that you're talking about a real child—not
scores attained on a series of psychological tests.
Bring up all the real-life information you feel is rele-
vant to a discussion about your son or daughter's
educationa) needs. In the past, there was far too much
tendency to rely on reports and records, not to look at
the child himself. This is your chance to push for this
change in perspective.

DO . . . Be wary of any suggestion to place your child
(or leave him) in a classroom that has a label. The old
approach was to give children “trainable retarded
education” or “blind education” or “physically handi-
capped education” which more often than not meant
inferior education, or none at all. That’s what the new
law is supposed to stop. The program your child gats
should be built on services that relate to strengths and
abilities, special problems and learning needs . . . not
to his category of disability. If you don’t agree that
this is what the program does, speak up for your point
of view—and makeg sure that changes are made.

DO ... Try to understand the issue of “mainstream-
ing” as fully as possible. The law is based on the right
of handicapped children to be part of the world, to
learn, work and play alongside their non-handicapped
schoolmates. The law’s words for it are: educating
children in the “least restrictive environment.” Some-
body coined the word “mainstreaming” to describe
this view and the term stuck. Whatever words you use,
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it makes a big difference in the image that children
have of themselves, theif confidence and their ability
to get along as accepted members of society. This
doesn’'t mean that every handicapped child belongs in
a regular class. But he should be given that chance, if
with sufficient aid and understanding, he can hold his
own. And if a child spends all day n a separate class
‘because .his need for small classes is so great, he
should be given every possible opportunity to join his
peers in other schoo! activities. This is an essential
part of his education.

DO ... Take some time to think about how to be
assertive without “taking over” or antagonizing peo-
ple. Meetings about a child's school needs are not
intended to be hostile confrontations; they should
provide the chance for honest examination of alterna-
tives. One way to keep it successful is to realize you
do have an essential role to play as an equal-status
member of the team—along with educators. Keep '
calm, listen to what the others have to say, and ask
them to extend the same courtesy t0 you. Your points
of view may be new to each other, and you may
disagree, but you can learn from one another. If
everyone is truly concerned about giving a child the
chance he needs to grow and learn, it should be
possible to iron out disagreements through persua-
sion and mutual understanding.

DO . . Make sure that your child is not excluded from
participating in a regular school program because of
architectural barriers. This is against the law. Sectio
504 states very clearly that school facilities must be
made accessible and that special adaptations must be
made so that services are really available to all stu-
dents. ’

STUDY THE FINAL IEP BEFORE GIVING

YOUR CONSENT—AND INSIST ON
ESSENTIAL SERVICES
DO ... Have a very complete understanding of the

{EP-that is produced. A copy of the final IEP should be
given to you in writing. Make sure that the education
goals that are agreed on are specific and that they
accurately reflect decisions that were made at the
meeting. '

An |EP should not contain general goals, like:
“Maximize child’s potential,” but should include clear-
cut objectives that can be measured. One objective,
for instance, could be: to be able to identify a specific
number of words by sight within a certain period of
time. Long term goals such as reading at a first grade
level should be included, too—so you know where
you're going.

An |EP should also say how much time a child is t
spend in the mainstream, either in regular classes 01
extra-curricular activities. Services to be given should
be clearly defined. For instance, if speech therapy is in
the IEP, how often will it iake place? What kinds of
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activities will it include? When will it start? How long
will it go on? How will progress be charted? If other
supportive services, such as transportation or hearing
. ~ids are needed, this should be in writing, too.

Check the whole thing carefully—with people who
can advise you. The better you know and understand
the IEP, the better you will be able to follow your
child's progress, monitor the program to see if it is
effective, and ask for changes or moditications when
necessary.

DO . . . Make sure that appropriate vocational educa-
tion is in your son or daughter's |EP. This has been a
terribly neglected area; insist that work-skill training,
on-the-job experience and other skills related to inde-
pendent living are built into the school program pro-
vided for your teenager—as needed. There may not
even|be a vocational education program for handi-
capped students in your school system. (You may
have to work hard with administrators and teachers to
get one started. But speaking up about tha need,
making sure it's in the IEP, is a first step.)

DO . . . Be firm about things you consider important.
Although you don’t want to be so rigid that no possible
plan could ever get off the ground, you are the main
protector of your child’'s interests. |If the proposed
program segregates your child in a separate classroom
all day, and you are convinced that he should have the
chance to make it in a regular school activity (at least
‘ rt of the day), stick to your guns. If a specific class-
4om or school has been recommended, visit it—to see
it it really meets your child’'s needs. Art, music, school
plays, gym, shop are part of the school day for other
kids. Your handicapped child should be included. This
will require modifications in the way programs are
offered—but it can-be done!

.. Due process comes in here. Parents must give their
consent to placement of their child. If you feel that an
essential part of the program is omitted, is harmful to
your child, or is truly inappropriate, you should make
your objections known. If the schoo! system is not able
to provide the kind of educational program your child
must have, it is responsible, by law, for financing an
appropriate education in a private facility. This can be a
difficult bone of contention, and requires detailed
evidence. In all controversies, you must put together
documents, reports, letters and other statements (from
teachers, doctors, and other specialists who know your
child) to support your view. If possible, meet with the
school members of the |IEP team again to present your
side. If you reach a dead end and are unable to con-
vince school officials to change the program or place-
ment, than ask for a due process hearing at this point.

‘l:lhile controversial issues are being decided, children

ust be permitted to remain in their present school
ting. '

.

FOLLOW YOUR CHILD'S PROGRAM AND
<MAKE SURE IT'S WORKING.

ERIC) . .. Get to know the teacher, once your child is
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placed. Ask when he or she would like {0 meet with
you. Reguiar conferences are important—to find out
how your child is doing, to bring up questions you
have, to discuss any possible new efforts at school or
at home. A good, trusting relationship between you
and the teacher can catch a lot of problems before
they get too big to manage.

DO . . . Help teachers and other people in school learn
more about handicaps. You cam help overcome
feelings of fear and pity that come from lack of
experience. Share books and articles. If possible,
arrange for your child's teacher to visit with your son or
daughter before school starts (or after school some
day) so he or she has a chance to get a feeling for your
child's personal qualities. (The extra boost to their
relationship will help them both survive later
problems—if they arise.) Offer to talk to other parents
in the class—so they in turn can helo their children
accept and undarstand differences ... and make
friends. You want your child to become indepen-
dent—but it won't help him to have to deai with
unnecessary fear or aggression based on ignarance.

DO . . . Make sure that a formal evaluation of your
child’'s program takes place every year . . . at the very
least. If you stay in close touch with the classroom
teacher (and other specialists who work with y»ur
child), you'll be able to know if changes should take
place sooner—and will certainly be able to play amore
meaningful part in planning next steps. Making sure
that a program continues to be appropriate requires
vigilant checking and rechecking . . . to see if school
placement is actually encouraging a child’'s growth.

DO . .. Listen to your child, respect what he's saying.
You need to know his reaction to schoolwork, to
teachers, to classmates. He may need heip getting
“toughened up” in the real-school world. If you are
worried about how things are going . . . again, talk to
the teacher, or the school counselor or principal, for
advice and suggestions. Kesp all your lines of
communication onen.

BUT PLEASE. ..

DON'T . . .letother people plan foryou. If, for instance,
you have reason to think that school peopie met
"behind the scenes” to agree on the IEP, eftectively
keeping you out of the act, you have grounds to
complain ioudly. Some school administrators have had
nothing but difficult experiences with parents and they
freeze at the thought of working with them. (It works
the other way around, t00. You may have had $0 muny
frustrating or intimidating experiences that you don't
want to try again. Piease do.) You and the school can
work together. Don't let the potential for a new creative
process die by defauit.

DON'T . .. settle for poor or inadequate services. If
you find that your child's problems are ignored, that
special resource teachers or educational materiais
don't exist, that your child is deprived of assistance he

(continued on next page)




Do'o and Dom L (commuod)

nnds to adjust to a mainstreamed clmroom in which
he has been placed . . . take action. Demand changes
» in keeping with the promise of an appropriate program.

Due process comes in hers. If your efforts to work

trators fail, you have asight to request a due process
 hearing at this point in order to protdst your child’s
placement.

DON'T .. . let yourself feel pu! down at the meetings
held to discuss. plan or evaluate your child's program.
It may sound scary at first, but it really doesn't have to
be. When professionals use language you .don't

ber that you are all there for the same purpose:
_to work out what's bestfor yourchilif. . -to pinpoint his
needs and to make decisions :on what resources,
services and special programs h

learn. You can make a valuable contribution by raising
‘questions when ideas and recommendations don't
seem to make sense.

DON'T . . . forget that, no matter how important every
- educational service provided to your child may be, he
is a young, responsive, growing individual, with human
needs to laugh, play, make friends—not a composite

The work presented herein was podonmd pursuant to con-
. tract OEC-1-74-BH-02 with the Bureau of Education for the
Handicapped, U.S. Office of Education

Points of view or opinion stated horol do ‘not necessarily
represent officlal opinion, position or policy of the Bureau.

NASDSE, INC.
NATIONAL INFORMATION CENTER FOR THE HANDICAPPED

CLOSER LOOK
P.0. Box 1492
Washingioa, DC. 20013

with your child's teacher, principal or school! adminis- -

understand, feel free to ask for explanations. Remem- .

needs in order to

of diagnosed needs. The brightness of social success
means as much as academic progress (sometimes, it
can mean even more). This side of life can be
overlooked in conscientious efforts to improve
learning skills. Your handicapped child is

- person—and the purpose of all these efforts is to heip |

him use his own strengths to become the most fulfilled
person he can be. That's why it's so important to give
each kid as much chance as possible to join the
mainstream ard to be part of the fun activities of
school.

'DON'T ... try to do this all alone. Join with other

parents in' an organization for handicapped indi-
viduals, or the PTA, to learn all you can about new
federal and state laws, the way your own school system
works, how to stick up for your rights. There's so much
to do! You're not the only one who needs help. Find
your allies—and work together. If teaching programs
for handicapped children are below standard, and
nonhe of your efforts to bring about improvement have

worked, you will be far more effective if you become

part of an organized group. You can add strength to a
broader effort to implement and, strengthen existing
laws, to push for increased funding by statu legisla-
tures, to awaken the rest of the community to the
rights of handicapped children. '

The Closer Look Report is a publication of the
National Information Center for the Handicapped.
Dorothy Dean, Director
Barbara Scheiber, Editor & Associate Director

‘Box 1492 Washington, D.C. 20013

US. Postage Paid
PERMIT NO. 43378

Washington, DC.
Non-profit organization
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YOUR CHILD'S SCHOOL RECORDS

When children are enrolled in school, a large number of records are developed
on such items as their academic performance and program, health needs, and
discipline. These records can help you to determine whether your child needs
special education services. If they contain outdated or inaccurate informa-
tion, it can result in your child receiving inappropriate services - or no
services at all. For these reasons, you should familiarize yourself with the
contents of your child's file.

School officials are also required to notify you ‘about your rights concerning
your child s school records. Your child's school is required to establish
written procedures to carry out these rights.
. @
Your right to inspect your child's records and your right to confidentiality
as to their contents are guaranteed under:
. The Illinois School Student Records Act (Article 50, THE SCHOOL CODE OF ILLINOIS)

. The U.S. Family Educational Rights and Privacy Act of 1974
. P.L.94-142 The Education for All Handicapped Children Act

. Section 504 of the Rehabilitation Act of 1973

YOU HAVE THE RIGHT TO:

. Examine all information contained in your child's school records. This includes:
- reports and other information sent to your child's school by hospitals, clinics,
private doctors and other professionals

"= all other information maintained by the school concerning your child (This does

not include personal notes of school staffpersons, as long as the note 1is not
shared with other persons)
Recelve an explanation of the contents by a qualified professional

. Challenge the contents of the record (excluding grades) asking for correction or
deletion of inaccurate, misleading or inappropriate data, or insert into the records
a written explanation of your own about the contents

. Confidentiality of the contents of the records

. Obtain copies of your child's records

. Designate, in writing, persons who may have access to your child s school records

. Have your request to examine the records granted within 15 days

. Be notified annually of: the types of records maintained by the district, the
names of persons who are responsible for. these records, the location of the records,
retention and destruction schedules, persons having access to the records without
your consent, that information designated "directory information" and your rights
under the law and procedures for exercising these rights '

NO INFORMATION CONTAINED IN YOUR CHILD"S RECORDS CAN BE RELEASED WITHOUT YOUR

WRITTEN PERMISSION EXCEPT:

. To a parent of the student, your designated representative, or a person having
your specific, dated, written consent

Copied with the consent of COORDINATING‘SQENCIL FOR HANDICAPPED CHILDREN
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- To the official records custodian of another school, within or outside of Illinois
in which the student has enrolled or intends to enroll, upon the request of the ‘
student or school records custodian. .

. For research purposes or statistical reporting or planning, with the consent of
the State Superintendent of Education and provided no parent or student can be
identified from the information released.

- Pursuant to a court order,-.you must be given prompt, written notice of the terms.
of the order, the information to be released, and the opportunity to inspect,
copy, and challenge +his information

In an emergency where knowledge of such information is necessary to protect the
health or safety of the student or other persons.

. As specifically required by state or federal law.
Information classified as "directory information".

THE ABOVE RIGHTS APPLY TO:

. Public schools _
State institutions ' ‘ :
. Handicapped students who have been placed in a nonpublic special education facility
under the provision of Section 14-7.02 of The School Code of Illinois o
You can still have access to your child's records or challenge their contents even if
your child is no longer in attendance at the school or institution. » ‘

WHEN YOUR CHILD REACHES THE AGE OF 16, MARRIES, ENTERS THE MILITARY, OR ENROLLS IN A
POST-SECONDARY EDUCATION PROGRAM, HE/SHE ASSUMES THE RIGHTS HIS/HER PARENTS FORMERLY
HAD. He/she then has the right to the access and release of school records; .and the
parents no longer have this right except by written permission of the child.

YOU SHOULD REVIEW YOUR CHILD'S SCHOOL RECORDS ANNUALLY:

Before he/she transfers to another school
. Before participating in a special education conference
. Before participating in a special education impartial due process hearing

PROCEDURES

Contact your child's school principal and request to see all of your child's school
records. Illinois law requires that the records be made available to you within 15
school days of your request.

IF ANY OF THE ABOVE RIGHTS ARE DENIED YOU... You have the right to:

File a complaint with your Regional Superintendent (SESR) and then the Office of Student
Affairs, Illinois State Board of Education, 100 N. First St., Springfield, Ill. 62777.

Initiate a Due Process Hearing. (217)  782-9546
Initiate Action for injunctive relief or an action for damages in the Circuit Court
of the County in which the violation took place or in the county in which the school
is located. ‘ .
. File a written complaint with: The Family Educational Rights and Privacy Act Office
Dept. of Health, Education, and Welfare
DC 20201 .

330 Independence Avenue, S.W., Washington,

TSN




A. Content of the IEP

What is the content of the individualized education

program (IEP)?

According to Section 121a.346 of Tifle 45, Public

Welfare, the |EP must include:

1. A statement of the child’s present levels of
educational performance;

2. A statement of annual goals, including short-term
instructional objectives;

3. A statement of the specific special education and

related services to be provided to the child, and the
- extent to which the child will be able to participate in

regular educational programs;

4. The projected dates for initiation of services and the
anticipated duration of the services; and

5. Appropriate objective criteria and evaluation
procedures and schedules for determining, on at
least an annual basis, whether the short-term
instructional objectives are being achieved.

1. A Statement of the Chiid’s Present Leveis.of
Educational Performance

The level of educational performance on the initial IEP
shouid be based on data derived from the -
multi-factored evaluation. Subsequent IEP revisions
should use the most current data to describe the
present levels of educational performance.

aThe type of data included in the statement of the
child's present levels of educational performance
should refiect those areas for which special education
intervention is being considered. The following
represents areas of functioning v nich are commonly
evaluated when considering special education
placement; academic achievement levels,
communication skills, prevocational and vocational
skills, daily living skills, social and emotional
adjustment. The type and number of areas may vary
for each child.

2. A Statement of Annual Goals, Including
Short-Term instructional Objectives

How is an annual goal defined?

Ohio Standards for Special Education (3301-51-18:
A.b. {ii]{a]) define annual goal as:

. . a statement of the expected behavior to be
achieved within a calendar year through the
implementation of the child’s individualized education
program.

One of the significant steps in determining the need for
a special education program for a child is to examine
the reasons that the child was referred as a suspected
handicapped child. An examination of the reasons for
referral should identify areas, either academic, social,

behavioral, or vocational, that caused a teacher or
parent to suspect a need for special education. These
identified needs should have been utilized in

" determining the evaluation procedures and

instruments. The results of the evaluation should
reflect specific instructional needs to assure an
appropriate educational opportunity for the child. It
would appear that an annual goat should be developed
for each of the major needs identified in the evaluation
and placement procedures.

How is a short-term instructional objective defined?

Ohio Standards for Special Education (3301-51-18:
A.b. [ii] [b]) define a short-term instructional objective
as:

..an iniermediate step in the accomplishment of the
stated annual goals. .

For each annual goal, one or more short-term
instructional objectives must be identified. The number
of short-term instructional objectives developed
depends upon the annual goal.

Specific criteria may be added to each of the objectives
since the regulations require appropriate objective
criteria and evaluation procedures and schedules for
determining, on at least an annual basis, whether the
short-term instructional objectives are being achieved.

in summary, the key concepts concerning short-term
instructional objectives are (a) that they must be
related to the annual-goals since they are the
intermediate steps and (b) that there must be some
criteria identified so that the achievement of each of the
objectives can be determined on at least an annual
basis.

The regulations specify only the content of the IEP;
they do not specify the form or format that must be
used. As long as the IEP is developed in a meeting with
the appropriate participants, and a complete copy is
provided to the parent, a checklist could be used as an
attachmentto the |EP form.

3. A Statement of the Specific Special Education
and Related Services To Be Provided to the Chlid,
and the Extent to which the Chlid will be Able to
Participate In Regular Educational Programs

“From: The Least Restrictive Environ-

ment and the Handicapped Student

Aids for the Regular Classroom
Teacher, by Marsha Schubert, Harriet
Glick, Deborah Bauer, Wright State
University Special Education - LRE

~ Project, Dayton, OH 454 35.
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. Must the special education personnel write goais.and
objectives for those areas in which the ¢hild is .
participating with nonhandicapped children in the
regular education program?

The regutations require that the extent of participation
in the reguiar education program be identified as a part
of the IEP. The regulations further state that annual
goals and short-term instructional objectives be
developed for those special education and related
services that are identified in the individualized
education program. There is no requirement that goals
and objectives be developed for those areas in which
the child is participating with nonhandicapped in the
reguiar education program.

Physical education services, specifically designed if
necessary, must be made available to every
handicapped child receiving a free, appropriate public
education.

Under Part B, Free Appropnate Public Education
(FAPE) means special education and related
services . . . which are provided in conformity with an
IEP. The timelines for FAPE are the same for both
Part B and Section 504. Read together, these two
statutes and their implementing regulations require that
by September 1, 1978, each handicapped child must
be provided all services necessary to meet his/her
special education and related needs.

4. The Projected Dates for initiation of Services and
the Anticipated Duration of the Services

Since the |IEP is a written statement developed for each
handicapped child, the anticipated duration of special
education programs and related services must be
determined for each child. This statement of duration
shouid represent the best estimate of how iong the
child will require these special education programs and
.related services. Itis not meant to be a binding
statement since it is reviewed atleast annually, and
can be revised at any appropriate time. It coukd be
anticipated that some children may need the spacial
education program throughout their entire school
career while others may need it onily during the
elementary school years and still othars may need it for
only one year, or less.

5. Appropriate Objective Criteria and Evaiuation
Procedures and Schedules for Determining, on at
least an Annual Basis, Whether the Short-Term
instructional Objectives are being Achieved

Is the teacher liable if the student does not achieve the
objectives as stated in the IEP?

Section 121a.349 of Title 45, Public Welfare, states:

Each public agency must provide special education
and related services to a handicapped child in
accordance with an individualized education program.

. Hawever, Part B of the Act does not require that any
.agency, teacher, or other person be held accountable if

a child does not achieve the growth projected in the
annual goals and objectives.

B. Development of the IEP

1. Required IEP Meetings

An individualized education program mustbe in effect
before special education and related services are
provided to a chiid.

Each public agency shall initiate and conduct meetings
to periodically review each child's individualized
education program and if appropriate revise its
provisions. A meeting must be held for this purpose at
least once a year.

The IEP can be revised at any time, provided
appropriate notice is given the parents and the mesting
is conducted with the necessary participants. -

The IEP need not be on file in the classroom; however,
itmust be easily accessible to all personnel delivering
the special education and related services.

2. Participants in IEP Meetings

Who must participate in the development of the
individualized education program (IEP)?

In accordance with Section 121a.344, of Title 45,
Public Welfare, the participants in the development of
the |IEP must include:

(a) General .

The public agency shall insure that each meeting

includes the following participants:

1. Arepresentative of the public agency, other than °
the child's teacher, who is qualified to provide, or
supervise the provision of special education.

. The child’s teacher.

. One or both of the child's parents, subject to
121a.345.

4. The child, where

5. Otherindividuals at

agency.

(b) Evaluation personnel

For a handicapped child who has been evaluated for

the first time, the public agency shall insure:

1. That a member of the evaluation team participates

in the meeting; or

2. That the representative of the public agency, the

child's teacher, or some other person is present at
the meeting, who is knowledgable about the
evaluation procedures used with the child and is
familiar with the results of the evaiuation.

w N

n of {he parent or




Pine Local School Distrnict

INDIVIDUALIZED EDUCATION PROGRAM

Student's Name: Albert Hays Date of Birth: 6/17/62
Current Placement: EMR Specdial Education Classroom School: Richands High School

I. Present Levels of Educational Performance: (Areas - social adaptation, emotional maturity, prevocational and
vocational skills, activities of daily living, academic achievement, communication skills and other areas
identified in multi-factored evaluations). '

a) Adaptive Behavion - can nead a bus schedule and {8 familian with city streets.

b) Vocational/occupational needs - is able to use newspaper for finding help-wanted ads - is able to complete
a fob application. .

¢) Academic functioning - has vocabulany Level 0f 5.5 - can write phrases, incomplete sentences.

d) Communication skills - Percentage of time sounds produced accurately: /S/12%, /1/10%, /L/40%, /R/60% - passed
screen hearing test - nonmal oral pemipheral examination.

II. List Special Education Services

Date Anticipated Related Date Anticipated Extent of Participation
Programs Initiated Duration Services ‘ Initiated Duration in Reqular Education
Special 9/11/78  High School |Work-study 9/11/18 High School Home Room
Speech therapy 10/11/78 2 gears Physical Education
: Industrial Arts
Participants in IEP Meeting < :
I11. Date Signatures ‘ ' Title

_@w, &ldwaux‘,‘ » Member of Evaluation Team
é AQAC A ACL L

P,
2118 4@% Rep. of School District
Teacher

Parent

Other
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IV. Schedule for Evaluation and Periodic Review of Short-term Instructional Objectives
September, 1979 ]

V. Annual Goals and Short-term Instructional Objectives

Goal Objectives - . Criteria and Evaluation Procedures
a) Comrect production 1. Produce correct S, 7 6 L sounds Lhrough the stages of 90% Reading aloud
04S, 2, L§R {s0fation, syllables, wonds, phrases in a therapy
sounds. setting. o

2. Produce cornrect R sound through the stages of isolation,
syllables, wonds, phrases, sentences in _a therapy

settung.
b) The student will ' 1. Student will write sentences which contain subjects 75% Pre-post testing
wnite complete and predicates
aentences. 2. Student will capitalize beginning wonds and proper

nouns with 75% accuracy.
3. Student will use question mark and period with 75%

accuracy.

c) Student will use 1. Wile use a bus schedule. - Reaching —
city bus system 2. Student will travel by bus between destinations with- destination Perfonmance task
without getting out getting Lost. ) ‘

Lost.
n d) Student wiel develop 1. Student wiff complete an in-schoof interview success- §0% Chechlist
Shills in inten- fully, as determined by the interviewen.

viewing for a fob. 2. Complete application and 4interview at BES.
3. Complete interview with employen succeds fully as
determined by interview,

IEP Resource Booklet. Columbus, Chio: Ohio Department of Education,
bIvision of Special Bducation 1979

47




407 S. DEARBORN STREET - Room 680 - CHICAGO, IL-60005 . (312) 930-3513

This fact sheet may be reprinted without permission If credit is given to the
the Coordinating Council for Handicapped Children on the title page. For addi-
tional sinqle copies, send a self-addressed stamped envelope to CCHC.

How To Be Assertive At Your Child’s IEP

" At my chifd's TEP meeting, 1 was handed an TEP which was already atl
wuitten up and T was told to sign it."

YOU HAVE THE RIGHT TO BE ASSERTIVE AND PARTICIPATE IN THE DEVELOPMENT OF .
YOUR CHILD'S IEP , ANDFILE FOR A DUE PROCESS HEARING IF YOU DON'T AGREE.

Learn to use the IEP (Individualized Education Program) process as an ef-
fective tool to obtain appropriate s.cc:al education and related services
for your-:child.

P.L.94-142 (The Education for ALL Handicapped Children Act) mandates that a
free appropriate education must be provided to all handicapped children ages
3 to 21. The TEP is the specific guidelines for your child's appropriate e-
ducation. As a parent you are an important member of the team that formu-

lates your child's IEP. You should know:

how to prepare for an IEP meeting

how to write your own |EP statement

how to effectivcly represent your child at an IEP meeting

how to deal with negative comments and criticism

how to obtain appropriate special education and related servijces
for your child

WHAT |S AN IEP?

P.L.94-142 (the Education for All Handicapped Children Act) guarantees a
parent's right to participate in the planning of her child's IEP. You must
always keep in mind that, as the parent, you know your child better than any-
one else. Professionals may be the experts on current theories and educa-
tional practices, but you, the parent, are the expert on what has been occur-
ring with your child on a day to day basis from the time he/she was born.

According to federal law, you must be notifled of the date selected for the

IEP meeting, time, location, purpose, and who will be in attendance. You
are also entitled to ask that the meeting be rescheduled at a mutually con-

venient time, if you are unable to attend on the preselected date.

Before attending the IEP meeting, it is useful to review your child's school

records. P.L. 94-142, and the I11inols Student Record Act of 1975 ensure's

a parent's right to examine school records, to receive an explanation of the
contents, to challenge the contents of the records, and to obtain copies of

the records. (See Chapter 18, HOW TO GET SERVICES BY BEING ASSERTIVE.)
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The IEP must state the specific special education services your child will

need. For Example: one hour resource room daily; self-contained classroom
for the autistic, using simultaneous communication, intrusion, relationship
‘and behavior therapy. The extent of your child's participation in the regu-

lar education program should be stated, also. For Example: attendance in
a regular social studies class, physical education class, and art class.

According to P.L.94-142, necessary transportation services and vehicle
adaptation must be included in the IEP.

The meeting should begin with a report of your child's present level of
functioning. His/her weaknesses and strengths should be discussed. From
this the professionals (usually the teacher) and the parent(s) together
should formulate the annual goals for the coming year, and the short-term
instru;tional objectives for the immediate future (the next two to three
months).

AN ANNUAL GOAL IS A GENERAL STATEMENT OF DESIRED CHANGE AND PROGRESS TO BE
WORKED TOWARDS THROUGHOUT THE YEAR. FOR EXAMPLE: to improve self-hel
skills, to eliminate self-destructive behavior, to improve understanding of
basic math concepts. The number of annual goals is determined by the na-
ture and severity of the handicap. Generally, there are about five.

A SHORT-TERM INSTRUCTIONAL OBJECTIVE IS A SPECIFIC STATEMENT REGARDING

CHANGES AND PROGRESS TO BE ACHIEVED DURING THE NEXT TWO TO THREE MONTHS. .
This is to include the materials and methods that will be utilized, how

often, and for how many minutes the objective will be worked on; also, what

criteria and evaluation procedures will be used to determine to what extent

each goal has been achieved.

(1) _FOR EXAMPLE: TO TEACH THE CHILD HOW TO BUTTON HER COAT. The child will be
required to attempt to button her coat before leaving the school on a daily
basis. The teacher will assist the child, only after the child attempts to
do it herself. The teacher will reward the child with praise for trying.

The child will also work with a big button doll for 3 minutes, 3 times a

week with assistance and verbal reinforcements from the teacher. Criteria-
for completion of the goal will be the ability to button the coat independent-
ly 90% of the time.

(2) FOR EXAMPLE: TO ACHIEVE UNDERSTANDING OF ADDITION IN ONE DIGIT EQUA-
v " JIONS. One-to-one assistance for 10 minutes each day using math Level 1
flash cards, supplemented by the Level 1 workbook for 10 minutes daily; ten
minutes of small group ( 4 to 5) math work using the board will be provided
daily. A homework assignment of 5 math problems to be monitored by the pa-
rents will be given 3 times a week. The criteria for completion of the goal
will be on an 85% correct score on weekly review tests.

YOUR CHILD IS ENTITLED TO RELATED SERVICES - that is, developmental, correc-

tive, and other supportive services - that are required to assist a handi-

capped student benefit from special education. . The need for related ser-

vices is determined by appropriate evaluation of the child's needs. '

-2 -
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If you feel your child is in need of a specific related service, such as
speech therapy, occupational therapy, physical therapy, recreation,
counselling, etc., you should request an evaluation of that specific area.

The 1EP should state each needed related service, the date of initiation of
the service, and.the anticipated duration of the service. It should also
state how many times a week, and for how many minutes the service will be
rendered, and by whom. : :

 FOR EXAMPLE: SPEECH THERAPY FOR 20 MINUTES, THREE TIMES.A WEEK; PHYSICAL
THERAPY FOR 20 MINUTES DAILY. ;

When requesting needed related services, base your request on the premise
that your child needs a given service in order to benefit from his/her
educational program. If you feel that the recommendation for the related
service by the school personnel does not accurately reflect the ne€éds of
your child, you may seek an outside evaluation. - :

Resources may be availabie in your community, or through a state agency at
low cost or no cost to you. You may also be able to use your medical
insurance to pay for a portion of the needed evaluation. You are entitled
to obtain an independent evaluation at public expense if there is a ruling
by a Due Process Hearing that the district's evaluation was not appropriate.

FOR EXAMPLE, YOU MAY FEEL YOUR CHILD NEEDS OCCUPATIONAL THERAPY. The
school evaluates your child, and the recommendation is - no occupational
therapy needed. You suspect that your child does need occupational therapy,
but you know that your school does not employ an occupational therapist at
this time. Therefore, you are unsure of the objectivity of its evaluation.

SEEK AN OUTSIDE EVALUATION, AND OBTAIN A RECOMMENDATION. If you get a rec-
ommendation for occupational therapy, request a conference to amend the IEP.
Present your outside evaluation. If the school refuses to accept the results
of the outside evaluation, file for a Due Process Hearing immediately.

(The above procedure can be followed when your child is feceiving a needed
related service, but the amount of time alloted for that service is in-
adequate.)

BEFORE THE IEP MEETING

1. Obtain a cogzigf the Federal Rules and Regulations on P.L.94-142 and
your State Rules and Regulations, You can request a
copy from the public schooi; the school is required to supply parents
with a copy upon request. (However, many public schools are not a-
ware of this, and do not have a supply of the Rules and Regulations)
Read pertinent portions, underline the most significant sections, and
make your own index. Use the language of the Rules and Regulations
to represent your child. For example, avoid using the phrase "most
appropriate " or the phrase ''best educational environment',




Apérogriate is the key word, and will enable you to represent your
position adequately. Adding other words may open the door to word
games that will only deflect from the focus of the meeting - - which
is, an appropriate educaticnal program for your child.

2. Prepare a written statement of your input for the IEP meeting. Make
enough copies to pass out to all in attendance. Read the statement
out loud. This will insure that all your concerns will be heard.
Your statement should simply state the services, goals, and objec-
tives you feel are appropriate for your. child. You do not need to
write the complete IEP, nor do you need to stipulate what types of
materials will be used (unless you have a real preference). This
should be done at the meeting. Your main objective is to present
your views on your child's educational needs. (See a sample IEP
on page 5.)

AT _THE MEETING

1 Do not go to the IEP meeting alone, It is common for parents to feel
overwhelmed and alone when confronted with a room full of professionals
discussing their child in a clinical manner. Invite other parents, friends,
relatives, and anyone you know who might -be ‘interested in attending. Explain
to them that you would like them to attend to give you moral support, and to
function as witnesses in case of a disagreement.

2. The image you portray will effect how the school personnel react towards
you. If you wish to be treated in a professional manner, you should dress

in a professional manner. Choose clothing that is simple but dignified.

Walk into the room with confidence. Don't wait to be acknowledged, but in-

troduce yourself and begin greeting people as soon as you enter the room.

Bring your copy of the Rules and Regulations with you and display it prominent-

ly on the .table. Remember that it is your taxpayers'money that is paying

for the salaries of the school personnel. They are working FOR you and your

child. '

3. It _is a good business procedure to tape record the meeting. It will not be
possible to take accurate notes in this situation, and personal notes can be
disputed. Simply place the recorder on the table and plug it in. (Don't ask
for permission) |If someone expresses resistance, explain to them that it Is

a good business procedure to tape important meetings, such as this |EP meeting.

4. Pass around a sign-in sheet at tﬁg beginning of the meeting. You will
then have the names of all those present, and be able to address them by name,
(from their positions on the sign-up sheet) whom you are speaking to.

5. Follow all steps in Chapter 29, HOW TO GET SERVICES BY BEING ASSERTIVE.

6. When speaking durjgg;ébe meeting, take a deep breath to help project
your voice clearly and confidently. Maintain eye contact with the pro-
fessionals while you speak. '
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7. When ne3ative comments are made about you and your child, use these re-

marks to build your case for needed services for your child. (See Chapter
25, '

8. Repeat wiat you are asking for whenever school personnel otter excuses

or evasions. Remember that you are not ihere to discuss the limitations of
the school budget. You are there to determine what your child needs to

have an appropriate education. State this repeatedly, as often as necessary

to make your point. (See Chapter 22, HOW TO GET SERVICES BY BEING ASSERTIVE.)

9. If school personnel state that there is a certain policy, rule, regula-
tion, or lav' that requires them to take certain action or not to take cer-
tain action, do not feel intimidated. Ask to see in writing the specific
policy, rule, regulation or law that they are referring to. Remember that
federal law, and rules and regulations take precedence over state and local
poticies, laws, rules, and regulations.

IF YOU DO NOT AGREE

1. If you cannot come to an agreement, and you are running out of time. Or
if you feel you need time to consider the situation, you have the right to
request another meeting. Do not feel pressured to make a decision.

2. Most schools ask that you sign the IEP form. However, federal and state law do
not require that you sign the IEP. If you don't agree, simply sign your
attendance at the IEP meeting to document your presence. Specify that

you are not in approva! of the present |EP. For example: Anna Jones, -

present, but not in approval of IEP.

If school personnel refuse to include needed services in the IEP, inform

them that you intend to file for a due process hearing and that you will file
a written complaint with the 0ffice of Civil Rights, Dept. of Health, Educa-
tion, and Welfare, and write the Bureau of Education for the Handicapped.

Be sure to ask for a copy of the IEP. The I|EP may be revised at anytime {f
you so request. It must be reviewed annually.

SAMPLE PARENT IEP STATEMENT:

PARENTAL INPUT ON THE INDIVIDUALIZED EDUCATION PROGRAM FOR JAMIE GREEN

- Placement in a class of 4 to 6 students with a teacher who ls skilled
in play therapy, intrusion therapy, consistency, &nd positive rein-
forcements. The teacher and the teacher's aid must be proficient in
sign language.

-+ It is crucial that Jamie have contact with signing peers who can
function as rcle models on a daily basis.

' \

.-
d
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LONG TERM GOALS

Increase in relating and socializing abilities.
Increase in communication skills

Improvement in self-help and survival skills
Development of prevocational skills

SHORT-TERM INSTRUCTIONAL OBJECTIVES

- Jo lIncrease relating and socializing abilitles; Intrusion/play
therapy, using simultaneous communication should be provided for
30 minutes, 3 times a week on a one-to-one basis. Doll play,

tickling, picture book slgn language storles, etc., should be
utllized. .

- To increase communicatlon skills; art therapy, utllizlng drawing,
should be used on a one-to-one basis for 20 minutes, daily. Jamie

expresses herself through her drawings more so than through any
other means. '

- To improve self-help and survlval sklils: 40 minutes daily should
be spent on activities such as washing dishes, bathing, and
crossing the street.

- Yo develop prevocational skills: crafts should be used for 45
minutes, 3 times a week. The curriculum should include macrame,
pottery, weaving, and basket weaving. B

INTRODUCING THREE BOOKS NO PARENT OR'PROFESSIONAL SHOULD BE WITHOUT

HOW TO GET SERVICES BY BEING ASSERTIVE will show you how to bulld self-confldence,
Tmprove you communlication, and negotlating skills, cut red tape and move bureau-
cratlc mountains, and much more. Avallable for $4, plus 60¢ postage.

HOW TO ORGANIZE AN EFFECTIVE PARENT/ADVOCACY GROUP AND MOVE BUREAUCRACIES will

show you how to be an effective advocate, an effective organizer, how to negotiate

for better services, how to lobby, and much more. Available for $4, plus 60¢ postage.

THE DIRECTORY OF SERVICES FOR _HANDICAPPED CHILDREN AND ADULTS is a splral bound
311-page REDBOOK, 1lsting 1,571 resources for the handlcapped from blrth through
adulthood In the Chlcago metropolitan ares, both alphabetically and by disabillty
group with charts of services. Avallable for $10, plus $1.50 postage and handling.

ToRAL R SARECHRHSC KRN 38‘?3%&%&&%5%&“9%%{ i

CHILDREN., ¢ IND, 10 ___. CONTR ____ ORGANIZATION
LIFETIME $1m ?xm.}:m. ONLY)___ NEWSLETTER SUBSCRIPTION ONLY

NAME R PHONE
ADDRESS ’ cITY STATE ZIP

You will recelve a monthly newsletter and other educational matertals and 1lterature.
Mol " our tax deductible theck to CCHC, 407 S. Dearborn, Rm. 680, Chicago, 11. 60605.
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HOW TO PREPARE FOR A DUE PROCESS HEARING
WHAT IS A DUE PROCESS HEARING?

If you disagree with the proposed IEP: if you are dissatisfied with the child's
present placement; or if you feel you have been denied any of your rights -- you
have the right to an IMPARTIAL DUE PROCESS HEARING. An Impartial Due Process
Hearing is a special hearing set by the Illinois Office of Education, where an

impartial hearing officer hears both sides and renders a decision to the local
education agency.

Your request for a hearing must be made in writing to your public school district

‘superintendent. If you wish to challenge the placement of your child, your

request for a hearing must be made within 10 school days of your receipt of
notification of the proposed placement. Within 5 school days of your request
for a hearing, the local school district will schedule a conference to review
the case. Your participation and the participation of representatives of your
choosing, will be an important part of this conference.

If the controversy cannot be resolved at this conference, a due process hearing
will be scheduled. A certified letter requesting the appointment of an impartial
hearing officer will be sent immediate}y to the Illinois Office of Education,
with a copy to the parents.

The hearing will be scheduled by the Hearing Officer at a time which is convenient
to you and to representatives of your choosing (a lawyer, an advocate, another
parent).

Your child will remain in his present program until the hearing has been held ard
a decision has been rendered. :

The state appointed hearing officer's recommendation will be communicated to
you, in writing, by certified mail within 10 school days after the hearing.

If you are not satisfied with the result of the hearing, you have the right
to request a state-level review. You also have the right to appeal to the
courts after other levels of appeal and communication have been exhausted.

BEFORE THE HEARING

1. BE AWARE OF YOUR RIGHTS. Find out what you are legally entitled to for your
child in special education and related services, and the resources you have

BY LAW 1f you are dissatisfied with a placement or proposed placement.
YOUR RIGHTS ARE SPECIFIED IN P.L. 94-142; Rules and Regulations on P.L. 94-
142; the School Code of Illinois, Article 14; the State Rules and Regula-
tions to Govern the Administration and eration of Special Education; The
Family Rights and Privacy Act of 1974; The Illinois School Records Act;
and Section 504 of the Rehabilitation Act of 1973. A

FEDERAL legislation listed above is availableAftom: U.S. Office of Education
Donahoe kuilding, 400 - 6th St., S.W., Washington, DC 20202.

Copied with the consent of COORDINATING COUNCIL FOR HANDICAPPED CHILDREN

iy
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cation, 100 North First Street, Springfield, Il. 62777

READ AND CAREFULLY STUDY ALL MATERIAL IN #1 ABOVE. Study the material as if
you were taking an exam ‘on it. Underline and mark the material as you study.

Especially underline and mark all the material that applies to your case.

VISIT THE PROGRAM THAT THE SCHOOL DISTRICT HAS OFFERED (which you feel is
not appropriate for your child). Spend a whole day if you can. Take a
notebook along and take notes that will help you document why the program
is not an appropriate one for yeur child. -

ILLINOIS legislation listed above is available from: Tllinois Office of Edu- . .

USE CCHC' S CHECK LIST-EVALUATION FORM FOR PUBLIC AND PRIVATE DAY SCHOOLS FOR
THE HANDICAPPED to help you evaluate the program.

INSPECT YOUR CHILD'S SCHOOL RECORDS. State and federal law gives.yod the
right to: .

a. examine all information contained in your child's school records
b. challenge the content of the records
c. ask for correction or deletion of any inaccurate, misleading
or inappropriate data
d. insert into the records a written explanation of yout own
about the contents .
e. privacy as to the contents of the records :
f. obtain copies of your .child's records at cost ‘
g. designate, in writing, a person who may have access to your
child's records
h. have your request to examine tecotds gtanted within 15 school
days.

OBTAIN AN OUTSIDE EVALUATION - If you haven't one ai ‘dy - at a reputable
hospital or clinic which has a certified school psvcho >gist on the staff.
An evaluation by a reputable hospital or clinic will carry more weight than
one done by a private physician, psychologist, psychiatrist, or neurologist.

OBTAIN A LETTER - ADDRESSED TO YOU - FROM THE HOSPITAL OR CLINIC which per-
formed the evaluation, documenting why the proposed placement 1is not appro-
priate for your child, and making specific recommendations for a placement
which agrees with your placement plan.

REHEARSE YOUR PRESENTATION. Try and anticipate all arguments that may be
presented by school officials opposing your demands - and rehearse appropriate
responses. (See p. 3 for a sample of arguments and appropriate responses.)

AT THE HEARING

1.

BRING all material from #1 ABOVE TO THE HEARING, and display it on the table

for everyone to see. (1his will let everyone know you know your rights.) Be ,
sure you have apptoptiate markets so that you can locate the information you

need easily. . .

IS 5




-3-

BRING RESULTS OF EVALUATIONS, LETTERS FROM PROFESSIONALS, AND ALL OTHER DATA

- DOCUMENTING THAT THE PROGRAM OFFERED IS NOT APPROPRIATE FOR YQUR CHILD.

BRING YOUR OWN REPRESENTATIVES TO THE HEARING, as you are entitled to by law.
These can be:

a. a professional who has evaluated your child

b. a lawyer

c. another parent, parent group representative, or advocate

d. a community representative

e. a friend or a relative

.

AN INTERPRETER MUST BE PROVIDED if you are hearing impaired or if the language
of your home is other than English.

A TYPEWRITTEN RECORD BY A COURT REPORTER OR A TAPE WITH TYPEWRITTEN TRANSCRIPT
MUST BE MADE. You may receive a copy of the record upon request, at cost.:
You should also bring your own tape recorder, so that you have your own record

of the hearing.

- REMEMBER

THE IMAGE YOU PROJECT AND THE ATTITUDE YOU COMMUNICATE WILL PROBABLY IN-
FLUENCE THE OUTCOME OF THE HEARING. 1It's important to communicate in a
business—-like manner and convey the message that you are informed and
aware of your rights. Be positive and self-confident. An attitude that
conveys the message that you expect to lose will not help you win.




_ INSTRUCTIONS: Carefully read each of the following 10 statements and then indicate whether or not you
ieve the item to be true by circling either “True” or “False.” ‘

1. Public Law 94-142 Regulations provide for Free Appropriate Public Education to all handicapped
youth who need special education.

2. P.L.94-142 Regulations require each handicapped child be educated with nonhandicapped children.

P.L. 94-142 Regulations state that an Individualized Education Program (IEP) must be in effect
before special education can be provided to a child.

4. P.L. 94-142 Regulations state that a child’s Individualized Education Program must cover all ac-
ademic areas.

5. PL.94-142 Regulations provide a standard method for writing Individualized Education Programs
that must be met by each state. . .

6. P.L.94-142 Regulauons state that lf parents after being notified, choose not to participate in the
development of their child’s Individualized Education Program, a school district can proceed without
them.

7. P.L.94-142 Regulations require states to prdvide professional and support staff with in-service t'i'ain'mg
in special education.

8. ' P.L. 94-142 Regulations state that teachers will not be held accountable if a child does not reach
his/her annual goals and objectives.

9. P.L.94-142 Regulations allow a parent or public education agency to make an appeal if dissatisfied
with the results of a due process hearing.

10. . Under P.L. 94-142 Regulations, both states and school districts are entitled to federal funds based, in
part, on a formula concerned with the number of children between the ages of 3 and 21 who actually
receive special education and related services.

3

TRUE-FALSE TEST
REGARDING
PUBLIC LAW 94-142
TRUE FALSE
TRUE FALSE
TRUE FALSE
TRUE FALSE
TRUE FALSE
TRUE FALSE
TRUE FALSE
TRUE FALSE
TRUE FALSE
TRUE FALSE

KEV: (D01 W6 D8 WL W9 @s @Wr We @ W1

From:

for Better Schools, Inc., Philadelphia, July 1980.

ERIC

Clarification of PL 94-142 for the Paraprofessional and Support Staff by Research
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Write Office For Handicapped_Individuais, DHEW, Washington, D.C. 20201
to get your name on the regular mailing list for all issues of this re-

ference newsletter type of publication. You will have to ask specifically
for the copy I mentioned above in order to get it now.

Section 504: Self-Evaluatioﬁ Guide: Preschool Elementary, Secondary and
Adult Education. Civil Rights-Handicapped Persons-and Education.

August 1978. Free. Write to James Bennett, Office for Civil

Rights, 330 Independence Avenue S.W., Washington, D.C. 20201.
pPP. 116.

This is one of the most helpful books you will find
anywhere on Sec. 504 and the levels of education above.
See pp.  59-96 and pp. 97-105 particularly Subpart D.
Free Appropriate Public Education and Rating Scale.

A MUST FOR EVERYONE IN EDUCATION!
————




UNIT II: RIGHTS & ROLES
GOALS AND OBJECTIVES

Roles and Responsibilities of Allied Health
Professionals

Purpose:
To have participants explore their roles and responsibilities

in identifying, referring and advocating on behalf of disabled
children and youth.

Specific Objectives:

At the conclusion of this session, participants will have identified
the roles and responsibilities of Allied Health Professionals with
respect to the needs and rights of disabled children and youth.

In addition, the participants should:

1. Recognize the need to be sensitive to parents', siblings',
and child/youth's verbal and nonverbal cues which indicate
concerns/problems related to a handicapping condition.

2. Recognize the need to be sensitive to and understand the
influence of cultural differences in the identification
and referral processes.

3. Recognize prevalent forms of prejudice and stereotyping,
and understand how myths and stereotypes contribute to
the devaluation of people with handicapping conditions.

b




ROLES AND RESPONSIBILITIES OF

. ALLIED HEALTH PROFESSIONALS i
: » |

AS IDENTIFIED BY REGION V |

I

PARTICIPANTS

1. To communicate effectively with disabled children and youth and their
families; i.e., to effectively adapt messages and actively listen to
disabled children and their families.

2. To help families solve problems related to the disabled child/youth's
condition; that is

a. To facilitate children/youth receiving appropriate services, and
b. To facilitate parents becoming child/youth's case manager.

3. To recognize the indicators of handicapping conditions for severe,
mild-moderate, and high-risk children and youth.

4. To recognize and accept the needs and rights of disabled youngsters.

5. To understand and be able to implement methods for identifying
appropriate referral sources.

‘ 6. To help coordinate efforts of health, education, and related services:

a. To understand other health, education, and related services
professionals' roles; ,

b. To work cooperatively with other professionals concerned with
the services provided for disabled children and youth, and to
actively participate in coordinated and appropriate health-care
planning; and

c. To communicate effectively with other professionals on behalf
of children and youth with disabilities.

7. To develop effective alliances between various professional organ-
izations and existing parent professional coalitions.

8. To develop and provide cost-effective model programs and services.
9. To recognize and provide accurate information to parents.

10. To assist parents in defining their roles and rights.

11. To promote self-advocacy skills.

+

12, To be sensitive to and to cooperate in the development of adaptive
programming during the life span of the disabled child.

. 13. To understand and be able to explain to parents the effect of current
treatments on the future performance of the child.

o 6i




14.

15.

16.

17.

18.

In

19,

20.

21.

-2-

To advocate for appropriate research.
To disseminate accurate information to the public concerning:

a. the nature of the disabling conditions;

b. the needs of the disabled; )

c. the roles Allied Health professionals play in the rehabilitation
of disabled individuals; and

d. qualifications for providing services.

To- identify and help implement more creative apptoaches to funding
programs for disabled youngsters.

To develop and/or modify educational standards to create access
rather than barriers to disabled individuals who wish to enter
Allied Health educational programs.

To encourage the development of pilot projects to prepare individuals
of disabling conditions to enter the Allied Health professions.

addition, the Allied Health Ptofessibnal should:

Recognize the need to be sensitive to parents', siblings', and
child/youth's verbal and nonverbal cues which indicate concerns/
problems related to a handicapping condition.

Recognize the need to be sensitive to and understand the influénce
of cultural differences in the identification and referral processes.

Recognize prevalent forms of prejudice and stereotyping, and under-
stand how myths and stereotypes contribute to the devaluation of
people with handicapping conditions.




UNIT II: RIGHTS & ROLES

RESNIIRCES

The American Family, Report No. 4: Why Did It Happen To Us?
A Psychiatrist Explores Chronic Childhood Disability in the Family
by Dane G. Prugh, M.D. A Continuing Education Service from
Smith, Kline & French Laboratories.

Handicapism, by Robert Bogdan and Douglas Biklen. Printed in
Social Policy, March/April 1977, pp. 14-19.

Media Portrayals of Disabled People: A Study in Stererotypes,
by Douglas Biklen and Robert Bogdan.

What Is Mainstreaming, from Mainstreaming Preschoolers by the
Head Start Bureau.

About Disabilities - from the book: What's the Difference?
Teaching Positive Attitudes Toward People with Disabilities,
by Ellen Barnes, Carol Berrigan and Douglas Biklen.

Fact Sheet: Being at Ease with Handicapped Children, by ERIC
Clearinghouse for Handicapped and Gifted Children, Reston, VA.
22091.

Professional Disciplines: Roles & Responsibilities, by Sylvia
Richardson, M.D. from AAP "New Directions in Care for the
Handicapped Child".

Information ... CLOSER LOOK...
Into The Mainstream

Bibliography - to include Publications List from Regional Rehabilitation
Research Institute on Attitudinal, Legal ard Leisure Barriers.
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The American Family
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3 by Danc G. Prugh, M.D.

A Psychiatrist Explores
Chronic Childhood Disability
in the Family

-permanent. The onset of chronic illness

“have been gradual and insidious.

‘ness or with congenital or acquired

disorder (illness or handicap) that is protracted,
sometimes with éxacerbations, and is associated

with some impairment of function and interference with
development. It is not necessarily permanent, and may be
compatible with a fairly normal life-span. Certain disorders,

" chronic disability in childhood can be said to be a

The response of both children and parents to the disability
depends on many factors. The earlier concept of specific
personality malformations resulting from particular chronic
illness or handicaps has today been largely abandoned.
Personality disorders encountered in children with a variety
of chronic illnesses or handicaps resemble closely those seen

however, may progress to a fatal out-
come. Chronic handicap may be con-
genital or acquired; some disorders in
each category may be reversed or re-
paired, and these may or may not be
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or handicap may be related to an acute
catastrophic illness or injury, or may
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Although serious repercussions on the
child’s personality development and on
the nature of family functioning are fre-
quent, many children with chronic ill-

|

in children with no physical disorder.
The fear of loss of control of the environ-
ment in the blind child, the apprehen-
sion over losing balance and falling in
those with cerebral palsy, and the sus-
picion of what is being said about them-
selves by the deaf are frequently present.
but do not appear unique to those dis-
orders.

Even a small and virtually unnotice-
able defect may carry overwhelming
significance in certain families for un-
consciously overdeterminéd reasons. Al-
though visible cosmetic defects may be

1
1

handicaps make a surprisingly adequate adaptation to or
compensation for their disabilities. Those variables relating
to the child's previous adaptive capacity and the parent-

T child-family balance or interpersonal equili>rium appear to
. be more important than the nature of the specific disease

or handicap.12'5 The child’s state of development, the
severity of the iliness or handicap, the prognosis, the nature
of necessary treatment, and other factors are, of course,
also significant. '
Special challenges to development exist for children with
blindness or deafness, with some differences in responses to
congenital vs. acquired defects. Problems in sexual develop-
ment are present for children with pseudohermaphroditism
or exstrophy of the bladder. Difficulties in adaptation arise
for the young child whose movements are restrained in an
orthopedic cast or who requires special prosthetic devices.

‘The debilitation and discomfort produced by certain diseases

certainly have an effect on the child's social or academic

| functioning and on the parents’ responses.

most troubling in some families, in others a hidden
metabolic defect may be more mysterious and threatening,
without relation to its actual severity. The source of the
threat lies more often in the psychosocial rather than the
biological determinants of the responses of families toillness
in children. : ,
The Social Field
of lllness;

he concept of the social field of illness includes

both the effect of interpersonal forces on the child’s
adaptive equilibrium, with reverberations at the
psychological and physiological levels, and the impact of the
child's predominantly physical illness on the most important
social unit—the family. A child’s illness may bring about a

- family crisis. Families with healthy adaptive patterns may

respond with behavior leading to a new and different family
adaptive equilibrium, representing a type of family develop-
ment. In less well-balanced families, parental patterns of

L. 6y




The American Family

In seriously disturbed families,
the child who falls ill may be made a scapegoat
for family tensions....

handling the ill child may be significantly altered because
of more than usual anxiety or guilt, causing further changes
in the behavior of the child ur occasioning rivalrous or
other responses in siblings. In seriously disturbed families,
the child who falls ill may be madea scapegoat for family
tensions, may be treated unrealistically as a chronic invalid,

phases of “impact, recoil, and restitution. Such phasic re-
sponses may be seen most clearly in children of school age
and beyond.!3 Although preschool children tend to show
similar patterns, they are less clear-cut.

With serious burns, spinal cord injuries, and respiratory
polio, the phase of impact involves initial realistic fears,

or may be handled in other ways that
reflect the unconscious tendency of the
parents or other family members to re-
spond to his illness in terms of their
own needs rather than his. Families from
differing socioeconomic and ethnic
backgrounds may respond quite dif-
ferently to the illness of a child and may
react positively or negatively to the need
for dependence on medical personnel
or other helping agencies.

The importance of all these considera-
tions renders it vital that the clinician
accept the fumily rather than the indi-

followed by marked regression, sweep-
ing denial, and the use of primitive
fantasy. The phase of recoil includes a
lessening of regression and denial, and
the use of primitive fantasy. This phase
includes a further lessening of regression
and features the “mourning for the loss
of the self that was to be.” The child may
need to test out persons around him to
see if he is still likable. Depression may
occur, warded off for a time by eating
disturbances or hostile, demanding be-
havior. The phase of restitution permits
the start of adaptation to and attempts

vidual as the essential unit for the study and treatment
of ‘isease. The illness of a child with acute or chronic
discase both affects and is affected by the interpersonal
family equilibrium in the particular community, society, and
culture.

The reactions discussed below may occur with any illness.
They are largely nonspecific responses related to the way
in which the environment—parental, familial, social, and
physical —helps the child deal with the physical conse-
quences and the symbolic meaning of illness or injury.
Frequently, such responses can also be seen in children
encountering psychological or social stresses. They are
principally situational or reactive disorders, although con-
tinuing developmental deviations, structured psychoneu-
rotic disorders, chronic personality disorders, or even
psychotic disorders may be touched off or exacerbated
by such stresses in biologically or experientially disposed
children.

Phasic
Responses

ithin broad limits, however, the nature of the
Wllncss and its attendant treatment are of signifi-
cant influence. This is particularly true in cata-
strophic or overwhelming types of illness or injury. In such

situations, there is a generic type of human response related
to the adaptive mechanisms involved in the handling of the

at mastery of the situation, during which individual patterns
related to premorbid personality trends emerge. If residual
illness or handicap remains, the way in which these phases
are negotiated may influence long-term adjustment.

Within the family equilibrium, specific reactions of parents
to serious or disabling illness tend to parallel the phasic
responses in children. Initial realistic fear is often followed, -
as Garrard and RichmondS have indicated, by: (1) a phase -
of denial and disbelief, persisting for weeks or, at times,
months; (2) fear and frustration, involving “mourning for
the loss of the child that was to be.” This phase may be
associated with depression, guilt, and self-recrimination,
with intensified marital strife (a high rate of divorce is
associated with the attempt of mapy parents to deal with
such feelings by blaming themselves, the physician, or
others); (3) rational inquiry and planning, involving the
need to live with some uncertainty.

Whether a child’s illness or injury produces a deleterious
effect on his adaptation or the family's equilibrium depends
on: (1) the developmental level of the child; (2) the child’s
previous adaptive capacity; ( 3) the prior nature of the parent-
«child relationship; (4) the existing family equilibrium; (5) the
nature of the illness or injury, including the dggan system
affected, the degree of prostration or pain, t}\(typc of
treatment or home care, and any residual defect or handi-

. cap; (6) the meaning of the illness to the child and his

“family in terms of immediately antecedent events and their
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The American Family

In disorders with'a genetic component,
children may blame a parent or relative who has
a similar disorder for having “given” it to them.

actual or fantasied connection to the illness, the previous
experience with such illness, the effect on the child's social,
academic, and athletic capacities, and the reverberations
on siblings; (7) the capacity of the family to acknowledge the
“child’s devotion to and concern for the other members of
the family; and (8) the strength or weakness of the extended

may believe they have eaten too many sweets. In disorders |

with a genetic component, children may blame a parent
or relative who has a similar disorder for having “given” |
it to them. (Reactions to the experience of hospitalizatior. '
and treatment in a hospital setting will be discussed later )

School-age children may become frustrated and anxious |

family or the kinship network, especially
with regard to relationships with grand-
parents.

Reactions of Children
and Adolescents

he concept of coping behavior

I is important in understanding the
reaction of children and adoles-

cents to chronic disability. As Mattsson!!
has emphasized, coping behavior in-
volves all the adaptive mechanisms
employed by the child to master stress-
ful stimuli at the physical, psychological,

over lack of information about their
condition, or frightened by conflicting
information, especially if the parents
cannot discuss the facts with them be-
cause of their own feelings. They may
worry about death from a serious condi-
tion, although death is not compre-
hended realistically until nine or ten
yearsof age. They are, however, sensiuve
to the agony of their parents.

Late school-age children and adoles-
cents may worry especially about the
restrictions imposed upon their social
life and their developing identity, and

and social levels of organization of his personality —thus
including cognitive behavior, emotional expression, psy-
chological defenses and motor activity. If coping behavior
is successful, adaptation is achieved, with the child func-
tioning effectively whatever the nature or degree of his
disability.

The direct effects of chronic illness or handicap include
malaise, discomfort, and pain from the disorder itself or
attendant treatment,. feelings of fatigue and irritability, as
well as the effects of any physical limitations. Reactive effects
include regressibn._ particularly in the early phases; depres-
sion; misinterpretation of the cause or treatment procedures
as punishment, especially in young children; physiological
concomitants of anxiety, which may compound the effects
of the illness; conversion reactions; and dissociative reactions.

In young children, other responses center around resent-
ment or cogpplaints about interruption of play to take medi-
cines or other treatments, dietary restrictions, and any
physical limitations that prevent them from keeping up with
others. As with acute illness, young preschool children are
most concerned with separation from parents. Late preschool
and early school-age children are more concerned with the
conditions surrounding the illness or treatment procedures;
they tend to misinterpret pain or other symptoms as punish-
ment for disobedience or other minor transgressions. Chil-
dren with heart disease may explain their disability as the
result of having been too active, whilel those with diabetes

may be particularly sensitive to “teasing” or other evidence
of lack of acceptance by their peers. They may hide their
feelings of inadequacy, inferiority, discouragement, helpless- !
ness, and depression, as well as recurring thoughts about |
“never growing up” to be a man or woman, or their fears .
of death. Adolescents especially may be ashamed of their |
illness because of particular limitations or embarrassing
symptoms. They are often deeply concerned about its pos-
sible effects on their educational and vocational plans, and °
on the possibilities of marriage and parenthood.
Emotional immaturity, overdependence, social inhibitions
and other neurotic symptoms, pseudoindependence, learn- |
ing difficulties, rebellious behavior at home and at school, |
and resistance to therapy may be encountered in some |
older school-age children and adolescents. Conversionsymp- !
toms may be interwoven with basically physical symptoms |
of a chronic disorder, intensifying the disability, sometimes
to a serious degree. Conversion mechanisms or other
psychological responses, such as depression or school phobya,
may lead to invalidismin only slightly handicapped children,
for this reason, homebound teachers, though helpful, should
be used sparingly. The acute phase of a chronic disorder
may evoke a reactive disorder; the chronic phase may result
in developmental deviations in motor, social, or other dimen-
sions. In some cases, a structured psychoneurotiz or
personality disorder may be associated with a chronic illness .
or handicap, or. more rarely, decompensation may ensue, }
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Difficulties in the establishment or maintenance
of the body image...are present for most children
with a chronic illness or handicap.

5

with the appearance of a psychotiddisorder.

One of the common results of a chronic disorder with

associated impairment in functidéf;lg is a limitation in the
expetience of the child, particularly in regard to social
activities. With less opportunity for positive feedback from

others, he may fail to develop adequate self-esteem, and

_may arise in individual adolescents struggling with identity

problems, if their limitations or defects are significantly
different from other adolescents being treated for the same |
basic disorder. Some may feel too “different,” while others
may feel guilty if they have less extensive damage or defect
than the majority of the group.

his motivation for learning or for

Even the nature of treatment may

achievement in other ways may be
detrimentally affected. Since there may
be a discrepancy between his aspirations
and hiscapacities, it is often very difficult
for the child with a chronic disorder to
develop goal-directed behavior or
realistic long-term goals.

Effects on
Body Image

) ifficulties in the establishment
or maintenance of the body

image, or the mind’s picture of

influence the body image.13 Uafor-
tunately, there has been too little con-
cern in the medical profession, including
among many psychiatrists, with body
image problems in illness. The clinician
should be aware of what a changed
body means to a patient, giving due
recognition to the importance of
“somatopsychic” factors. Encouraging a
child to talk about the meaning of his
illness or injury, including his concerns
about changes in his bodyimage, should
form a part of the supportive psychologi

the body, are present for most children with a chronic illness
or handicap. Such problems, however, may also be seen in
children with psychosocial difficulties without physical
limitations or disfigurement; healthy children, too, may
have confusion about their bodies.6 Thus, children with

confused and anxious about the effects of medical or surgical
procedures on vital organs, such as on the heart; from
abdominal paracentesis; or on the genitals, from procedures
carried out in the inguinal region. Size, strength, and
attractiveness do play some role in the child’s confidence
and social adjustment, but only in very special cases or in
individual family situations do these factors appear to be of
prime importance.

Orher factors are of course involved. The stage of develop-
ment is important; cosmetic defects in facial or other visible
body parts present special problems for adolescents, par-
ticulerly as MacGregor!© has shown. The development of
intimate heterosexual relationships by an adolescent with a
chronic disability may be a special difficulty2 and problems
in adaptation often appear during adolescence in children
whose earlier coping has been fairly successful. Depression,
marked denial, or other responses to a damaged body
image may interfere with the acceptance of rehabilitative
procedures during the late preschool period, when the body
image of a male or female is being formed. Social or
interpersonal factors may also be significant. Difficulties

-chronic conditions (and acute as well) may easily become

cal components of total therapy in the acute as well as
chronic phases of the disorder. It would seem clear that
children and adolescents with chronic illnesses or handicaps

. .o .
must mourn again at each stage of development, with

differing implications, the lost “self.”

Reactions of
Parents and Families .

E_vcn if the onset of a seripus illness or handicap is

gradual, rather than catastrophic, parents tend to go
through the same phases. The initial fear is related
to possible fatal outcome associated with shock, resentment,
or anger, and denial and disbelief of the diagnosis and its
long-term implications. Complaints of incomplete informa-
tion and “shopping around” for other opinions may
accompany this phase. As the parents move into the phase
of fear and frustration, in which they begin to accept the
reality of the chronic disorder and to mourn, feelings of guilt
over having failed to prevent the disorder or of having
transmitted or somehow caused it are experienced. Blame
may be projected ontd medical or nursing staff or onto the -
spouse. Serious depression of one or both parents can occur.
When the parents can verbalize and cope with such feelings
they can move into the phase of rationa. inquiry and plan-
ning, and are ready to accept the reality and impact of the
serious disorder.
During the course of the chronic condition. even parents

4
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Blame may be projected onto medical or nursing staff
or onto the spousec.

who have successfully negotiated the mimal phasic responses
may encounter sientbeant problems. however, in the face
of the very real stresses involved, including financial
burdens, physical strain or fatigue, discouragement, emo-
tional depletion, and the necessary rearrangement of family
patterns of living. At cach stage of the child's Jdevelopment,

appropriate independence and self-care They can

encourage regrular school attendance, and can guide the
child in developing compensatory physical and intellectual
activities. Such parents see that only the most necessary
restrictions are placed upon the child, and that he has op-
portunities for adequate social and recreational experiences.

parents also need to mourn again.

One of the central difficulties for
parents of children with chronic dis-
orders 15 the handling of the depen-
dence-independence dimension of
child-reaning - Some younger children
tend to cling to dependency tor security,
and their parents may have difticuley in
cncouraging the child to "move out”
physically, <ocially, and acadenncally
within realistic lmues Others may ey to

push the child woward unrealisne inde-
pendence, with the child clinging or at

Parents whohave successfully adapted
in this way usually rear children who
can successfully cope. In coping with the
continuing strain of the situation, how-
ever, they tend to use some denial in
dealing with an uncertain future and in
maintaining hope. Denial and isolation
of feelings of helplessness and - anxiety
may also be employed during an
exacerbation of the child’s illness or
other medical crisis, although as Matts-
son' has indicated, they may experience
later a “rebound phenomenon” involv-
ing feelings of depression or irritability.

tumes deflant in response. Most parents

also have difficulty in talking with the child about his condi-
tion, and some may even hide the facts from him. Difficulries
in communication may occur between the parents also; a
tather mav be unable to talk aboat the child's disorder and
mav give the child’s care to the mother while stiying away
from the situation. Parental overprotectiveness in this regard
may limit the child’s ability to show concern to the parents.

Yarents may differ between themselves in their percep-
tions of the child'’s limitations or capacities. This may lead
to the situation where one parent pushes and the other
protects the child, with consequent serious marital battles.
This is especially true it maiital disagreements have been
present priorfto the onset of the child’s disorder. The result
of such batcles in tamilies of children with chronic disorders
may be divorce. Some parents search ceaselessly and make
unreahstic sacrifices for new and hopefully miraculous treat-
ments; they may also resent the child's failure to be grateful
for such” strenuous self-sacrifices, developing ambivalent
feelings toward him as a result. This tends to contribute

- strongly to a sense of guilt over imagined disloyalry to the

parents in a sick child.

Although such problems occur, a surprisingly large group
of parents can adapt successfully to the problems involved
in rearing achronically ill or bandicapped child. Such parents
can, after the initial phases of response, come to understand
and accept the child's limitations; they can permit depen-
dence within limits while helping the child move toward

b

Rationalization -is another common defense. Some parents
may feel that the child’s disability has helped the whole
family (which may be true but may help also to ward off
too strongly feelings of sadness or resentment). Many parents
also use intellectual methods of coping, by reading material
or attending lectures dealing with the medical or psychologi-

cal aspects of their children’s disorders. Identification with

other parents whos. children have similar disabilities can
be of positive value to many, though not all, parents, and
a number can benefit from being able to help other parents
who are beginning to face a similar experience.

“Maladaptive patterns of parents also fall along a con-
tinuum. The largest group tend to be overanxious, over-
protective, and overindulgent, with difficulties in setting
limits on the child's demands. These parents usually have
been unable to deal successfully with feelings of guilt about
failing to “protect” the child from becoming sick or disabled,
transmitting the disorder to the child if the disorder is known
to have hereditary components, or not wanting the child
originally. At times the illness ot injury reactivates parcntai
conflicts related to the death of a relative, or the child
may have experienced a serious illness at birth or in infanev
from which he was not expected to recover. Temperamental
differences, the developmental stage at which the disorder
appears, and other factors may help to determine the childi's
response to these parental patterns,

At the other end of the continuum is a much smaller

Tu
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In some families, any social stigma attached to the child’s
disorder...may be felt so keenly by the parents that they
may unconsciously isolate the child within the family.

group of parents who have been unable to accept the child’s
disability. They experience the same feelings of guilt and
resentment over their child's disorder, but react differently
from the first group because of their personality patterns,
previous experiences, marital conflicts, or other factors. This
group may deny the extent of the child's disorder and may

.disorder that the sibliﬁgs may feel left out or neglected.

Occasionally the parent will “devote her life” to the care of
the ill child because of marital conflict or a “need to be
needed,” with the result that the siblings and even the
husband are actually neglected. Situations of this kind may
lead to jealous and demanding behavior, open complaints,

push him beyond his capacities. A few
parents may need to deny the child's
illness because of irrational fears that he
may die suddenly, no matter what the
cause of the illness, fears that may be
transmitted to the child. Others in this
group may project the blame for the
child’s difficulties with his disorder onto
the medical staff, and may postpone
seeking help, may be reluctant to accept
recommendations for treatment, or may
unconsciously “forget” them. Some of
these parents may unconsciously per-
ceive the child’s defect as reflecting their

aggressive or destructive behavior,
psychophysiological disorders, or learn-
ing difficulties, among others. Younger
siblings may even pretend to have the
same illness, while older children and
adolescents may develop similar con-
version symptoms. Young preschool
children may be expected to under-
stand the handicapped child's problems
before they are capable of doing so,
at a time when they have a great
need for affection themselves. Children
and adolescents may become *'too good”
out of guilt over being well, or may

own, based on past feelings of inadequacy or guilt, or as
representing “retribution” for their own past transgressions.
They may unconsciously wish the child had not survived,
to stand as a visible reflection of their own limitations.

In some families, any social stigma attached to the child's
disorder, as with epilepsy, may be felt so keenly by the parents
that they may unconsciously isolate the child within the family.
Lack of knowledge about the etiology of the disorder may
contribute to such behavior, as may cultural beliefs about the
“evil eye.” The roots are usually deeper, however, and often
reflect some contlicts about this particular child prior to the
onset of the condition. Some families may go to the extreme
of isolating themselves from social interactions, while others
may engage in a battle with society over the child's disorder
and its implications. A few parents may blame the child for
causing them inconvenience, or may openly reject or neglect
the child. Children reared by such parents may become
either qverly responsible out of guilt, depressed and hope-
less, or angry and rebellious. In either case, the child's feelings
may interfere with self-care or response to treatment. The sick
child thus may behave as if he were the parent of his parents.

Reactions of
Siblings

In certain families, one parent(most often but not always
t

he mother) may out of unconscious needs devote so
&, much time to the care of the child with the chronic

develop overly self-sacrificing attitudes and behavior.
Resentment and other responses are common and intense
in-families that tend to avoid open discussion of feelings
of any kind. An open acknowledgment of the contribu-
tions of the siblings to the ability of the family to
cope with the difficulty may relicve some of their
burdens. a

~Initial Management of

Chronic Illness or Handicap

he approach to management begins with the onsct
. of the disorder; whether catastrophic or gradual in

nature. The way in which the child and family arc
helped to pass through the phases of impact and recoil,
with adequate grief reactions, and to begin the process of
restitution, with the acceptance of change and with appro-
priate inquiry and planning, will help to determine the
nature of the long-term adaptation. The management of
psychophysiological disorders, which may produce states of
chronic illness or handicap, involves some special considera-
tions, 12 as does the handling of the parents’ initial response
to the birth of an infant with a congenital abnormality.

A study carried out in the Child Development Depart:
ment of the Institute of Education in London strongly sug-
gests that the earlier the parents of children with Down's
syndrome are told of their child's condition the better are

their long-term acceptance and adjustment. Seriously
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When one asks the child what is the most difficult thing
about his illness, one can often get valuable clues
that can lead to significantly supportive measures.

damaged and profoundly retarded children may have to be
placed in an institution, although medical group foster
homes are better (though few). The majority of retarded
children are mildly retarded (50-70 1QQ), and should be kept
at home if possible with support for the parents. They can
learn o read. write, work, and live independently, and most

a child's chronic condition on the grounds that the child
may become discouraged or depressed if forced to think
about the implications for his future. On the contrary, most
older children and adolescents are preoccupied with such
thoughts, and an opportunity to discuss them and provide
accurate medical information can only be beneficial. The

do not give birth to retarded children.
A large number of these are retarded
only because of sociocultural depriva- |
tion. Many retarded children develop
emoti?nal problems because of parents’
guilt or hopelessness on the part of
parents and- teachers; these can be
treated, and special vocational programs
can be most effective. Too often the strik-
ing devotion of these children and their
roles in caring for other family members
is not acknowledged.

The Approach to

chance to ventilate frustrations, fears,
discouragement, and resentment is
usually eagerly seized upon and, after
discussion, the reality of the future is
often more positive than the uncertainty
1 of his fears. Also, one can sometimes
learn from the child himself facts about
his illness or his family situation which
did not come to light in the parents’
" history.

When one asks the child what is the
most difficult thing about his illness, one
can often get valuable clues that can

the Child
It is important that the physician interview the child

alone in order to give him or her an opportunity to

ask questions and to air misconceptions that may

negatively affect the self-image. These may include the fear
that the illness represents punishment, that he or she will
not grow up to be a man or woman, or some of the other
confusions about body image mentioned earlier. Only by
undersianding the parient’s own thoughts, feelings, and fears
about the condition can the physician or health associate
offer focused rather than blanket reassurances, and make
sure he understands the condition as fully as possible. As
Levy® has pointed out, some of these feelings may be ex-
pressed during the course of the physical examination, as the
tesult of judicious questions about the child’s feelings about
the illness, the ways his body functions, and his ideas about
why he is sick. If the young person shows resistance to treat-
ment, only open discussion of his feelings about treztment
procedures, his condition and his future outlook, and his
parents’ reaction can be of significant help. With adolescents,
it is valuable to discuss the problem alsoin a family interview
in order to promote open and supportive communication
about the handling of the condition. As a general rule, the
professional caretaker should avoid an alliance with the
child behind the backs of the parents.

Again, the training and experience of most physicians
or other health professionals often militate against discussing

: -] lead to significantly supportive mea-
_sures. If he says the kids tease him at school, one can give
emotional support but can also contact the teacher to help
him or her to understand the illness and to communicate
such understanding to the patient's fellow students. If a child
with hemophilia says that his disorder was caused by his
~“running around too much,” one can reassure him specifi-
~cally that it was not his fault, but can also deal with his
parents’ guilt and help them discuss the reality of the
situation with him. Here, the use of figure drawings can be
‘helpful in understanding the child’s body image or feelings
about himself, his illness, or his family's response. 17

By asking a child, up to early adolescence, for “three - |

wishes,” “Would you like to get married and have children?”
or “Tell me about a good (or’bad) dream,” one can ordinarily
get very quickly a helpful picture of a child’s feelings about
himself, his family, and his illness. In general, if the child
has a physical illness, his first wish will be to get well, unless
unconscious secondary gain from illness or other related
psychosocial problems are strongly involved. Children with
primarily psychosocial problems may also have a first wish
to get well; more commonly, they will wish for something
unconnected directly with their disorder, indicating fears of
getting well, of having to be independent, of growing up,
or other conflicts involved in the unconscious secondary
gain or other aspects of the psychosocial disorder.

Preschool children ordinarily wish for things for them-

7

selves, though they may remember their parents. Older
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Blame may be projected onto medical or nursing staff
or onto the spouse.

who have successfully negotiated the initial phasic responses
may encounter significant problems, however, in the face
of the very real stresses involved, including financial
_burdens, physical strain or fatlgue. discouragement, emo-
tional depletlon and the necessary rearrangement of family
patterns of living. At each stage of the child’s development,

‘appropriate independence and self-care. They can

encourage regular school attendance, and can guide the
child in developing compensatory physical ‘and intellectual
activities. Such parents see that only the most necessary
restrictions are placed upon the child, and that he has op-
portunities for adequate social and recreational experiences.

parents also need to mourn again.

Onc of the central difficulties for
parents of children with chronic dis-
orders is the handling of the depen-
dence-independence dimension of
child-rearing. Some younger children
tend to cling to dependency for security,
and their parents may have difficulty in
encouraging the child to “move out”
physically, socially, and academically
within realistic limits. Others may try to
push the child toward unrealistic inde-
pendence, with the child clinging or at

Rarents who have successfully adapted
in this way usually rear children who
can successfully cope. In coping with the
continuing strain of the situation, how-
ever, they tend to use some denial in
dealing with an uncertain future and in
maintaining hope. Denial and isolation
of feelings of helplessness and anxiety
may also .be employed during an
exacerbation of the child’s illness or
other medical crisis, although as Matts-
son!! hasindicated, they may experience
later a “rebound phenomenon”-involv-

“times defiant in response. Most parents
also have difficulty in talking with the child about his condi-
tion, and some may even hide the facts from him. Difficulties
in communication may occur between the parents also; a
father may be unable to talk about the child's disorder and
may give the child’s care to the mother while staying away
from the situation. Parental overprotectiveness in this regard
may limit the child’s ability to show concern to the parents.

Parents may differ between themselves in their percep-
tions of the child's limitations or capacities. This may lead
to the situation where one parent pushes and the other
protects the child, with consequent serious marital battles.
This is especially true if marital disagreements have been
present prior to the onset of the child’s disorder. The result
of such battles in families of children with chronic disorders
may be divorce. Some parents search ceaselessly and make
unrealistic sacrifices for new and hopefully miraculous treat-
ments; they may also resent the child’s failure to be grateful
for such strenuous self-sacrifices, developing ambivalent
feelings toward him as a result. This tends to contribute
strongly to a sense of guilt over imagined disloyalty to the
parents in a sick child.

Although such problems occur, a surprisingly large group
of parents can adapt successfully to the problems involved
inrearing achronically ill or handicapped child. Such parents
can, after the initial phases of response, come to understand
and accept the child's limitations; they can permit depen-
dence within limits while helping the child move toward

.ing feelings of depression or irritability.
Ranonallzanon is another common defense. Some parents
may feel that the child’s disability has helped the whole
family (which may be true but may help also to ward off
too strongly feelings of sadness or resentment). Many parents
also use intellectual methods of coping, by reading material
or attending lectures dealing with the medical or psychologi-
cal aspects of their children’s disorders. Identification with
other parents whose children have similar disabilities can
be of positive value to many, though not all, parents, and

-a number can benefit from being able to help othér parents

who are beginning to face a similar experience.
Maladaptive patterns of parents also fall along a con-
tinuum. The largest group tend to be overanxious, over-

. protective, and overindulgent, with difficulties in setting

limits on the child's demands. These parents usually have

‘been unable to deal successfully with feelings of guilt about

failing to “protect” the child from becoming sick or disabled,
transmitting the disorder to the child if the disorder is known
to have hereditary components, or not wanting the child
originally. At times the illness or injury reactivates parental
conflicts related to the death of a relative, or the child
may have experienced a serious illness at birth or in infancy
from which he was not expected to recover. Temperamerital
differences, the developmental stage at which the disorder
appears, and other factors may help to determine the child’s
response to these parental patterns.

At the other end of the continuum is a much smaller
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A child with a chronic condition that limits his activity
often has intense feelings of anger or aggressive impulses

that cannot be discharged through activity in a healthy fashion.

the child or adolescent with a chronic disorder can do much
to prevent difficulties. Parents and children should be care-
fully prepared for necessary medical or surgical procedures
or for new steps or phases during the management. As
Mausson!! has pointed out, such preparation can help

questioning whether the handicapped child's sibiings are
being given appropriate attention and affection by the
parents. If not, he can point out their needs in a sympathetic
and noncritical fashion, and can make suggestions as to how
their needs can be met. Psychiatric consultation can be
helpful for parents who show the maladaptive patterns men-

to mobilize their psychological defenses
and ntellectual functions, thus support-
g their coping with stress which is
anticipated

In the course of an illness, the phy-
sician can assess the progress of parents
in handling their feelings about the
child’s disorder and in arriving at realis-
tic measures of child-rearing. Through
pediatric counseling, he can help them
to become aware of tendencies toward
overprotective, overindulgent, overre-
strictive, or neglectful behavior toward
their child. The most effective way is to

tioned earlier. A measure almost univer-
sally of value to the entire family is to
teach parents to identify and acknowl-
edge an act of devotion or of caring
on the part of a child.

Long-Term Management
of a Chronic Disorder:
Work with the Child
s with the parents, the continuity
A‘ of the relationship between the

child or adolescent and the
physician or other health professional is

make a tactful observation (gentle confrontation), based on
a generalization ard followed by a question. “Most parents
with a sick child have trouble letting him try things on his
own, like taking medications by himself; I've noticed that's
a problem for you sometimes —have you thought about it?"
Or, "All parents get tired and frustrated at times with a sick
child, and may wish they could just walk away. I've noticed
you get irritated sometimes. Is it hard to concentrate on
what Johnny wants then?”

Overindulgent or overpermissive parents may need to be
given “permission” to set limits on their child’s behavior or
demands; they can be helped to deal with their guilt by
being told that limits will help, not harm, their child. This
can be offered in the context of a discussion of the child's
need to live as normal and happy a life as possible, within
his range of capacities, with the added observation that all
children need and want some limits, and are not really
happy if all their wishes are met.

If the father is distant or uninvolved in the child's rearing,
the physician can talk to him alone about the importance
of his relationship to his child. He can help the father find
activities that he can genuinely share with his child in
order to help him or her develop compensatory interests
and skills. This is easier for many-fathers if the child is a
boy, but he can be helped to see that a daughter needs
signs from him that he values her as a person and asa woman-
to-be. The physician should also try to evaluate by tactful

the most basic principle in the approach to long-term man-
agement. If the physician leaves town or is away on vacation,
itis important that any intercurrent problems be handled by
a professional with whom the child and parents are familiar.
If the child is in the hospital when such absences occur, it is
wise for the primary physician to introduce the child and
parents to the physician who will be covering for him. The
continuity of the relationship with the primary physician
enables him to offer more effective support and counseling
along the lines of the development of compensatory interests,
the handling of the dependence-independence dimension,
and the significant long-range goals and objectives.

A child with a chronic condition that limits his,activity
often has intense feelings of anger ot aggressive impulses that
cannot be discharged through activity in a healthy fashion.
It is important to let him verbalize these feelings if possible
and to permit him to discharge the'impulses through
channels of play that are appropriate to his condition. For
example, a child immobilized in a body cast can be encour-
aged to make up stories or to draw pictures that will express
his feelings or impulses. Children confined to bed at’home
can, with a plastic sheet covering the bed, use “play dough”
(made of flour, salt and water) that permits them to “squeeze
hard” and to discharge regressive impulses to soil and mess,
in addition to the therapeutic vidue of acting out their
feelings in fantasy around symbolic meanings and activities
of the figures, animal or human, they may create.
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Allowing the child a chance to ask questions freely...
can encourage a sense of confidence and mastery.

In the hospital, a variety of task-oriented activities can
be of value. These may be offered under different profes-

sional umbrellas. occupational therapy. recreational therapy,

and activity therapy. Their methods are somewhat different,
but their goals are similar: to help the child achieve pleasure
and success, sometimes for the first time since the onset of

Child, by Spock and Lerrigo,20 which deals sensitively with

 the feelings of parents and children while offering sensible

advice about a great many things, including such matters as
play activities at home, the support offered by parents’
groups, and agencies in the community that can offer help
in rehabilitation, vocational training, etc.

his illness or handicap, which he can use
i later activities; to encourage his par-
tcipation in group activities; and to
prepare hiny to return to task-oriented
endeavors in school or in vocational pro-
grams 4n children, such activities are
best integrated into a play program, with
opportunities for appropriate expres-
ston of feelings. Educational programs
ot a flexible nature are also important
in hospital settings to help the child
retain his orientation toward learning.
Some ventilation of feelings may be
involved in such programs.!

Comprehensive
Care

he writer's experience and that

of others would indicate that
patient-family satisfaction is

much greater when continuity of contact
with a primary and coordinating phy-
sician is maintained. The Academy of
Pediatrics recommends, in its Standards
of Child Health Care, that a primary
physician be assigned at the outsct of
the hospitalization to act as a liaisor
with the parents, the medical and nurs

During the course of the chronic condition, parents and
child can be helped to focus on small day-to-day steps,
thus encouraging hope while not arousing unrealistic
expectations. In the hospital, attention can be directed to
progress in physical therapy or increase in activity to the
point of being discharged; at home, encouragement can be
offered toward gradual resumption of individual activities,
within realistic limits. Gradual redirection of the child’s
interests may be of value so that he can compensate for
activities denied to him and come w excel in new ones.

Allowing the child a chance to ask questions freely and

encouraging him to take an active role in taking his own
medicine, regulating his diet, etc., can encourage a sense
of confidence and mastery. All along, parents and child can
be helped to ventilate feelings of frustration, resentment,
Jiscouragement, confusion, fear and guilt. It is also useful to
encourage groups of children to discuss their concerns about
their families. Pediatric discussion groups have been helpful
for both parents and children.” Psychiatric consultation may
be necessary for children and parents who have difficulty
in coping, and intensive psychotherapy may be indicated,
along with medical measures, for those who are showing
signs of the development of maladaptive patterns.
Although a book is no substitute for a relationship with
the physician, nurse or health associate, parents can receive
important information about the approach to their child's
problems from the publication Caring for Your Disabled

ing staffs, and consulting mental health and other profes-
sionals. In the writer’s opinion, the principles of continuity,
communication, collaboration, consultation, and coordina-
tion should be maintained on an outpatient as well as an
inpatient basis.

Fatal
Illness .

any of the problems alrcady mentioned are seen
during the course of management of fatal iliness
v &= and the diffcult task of handling a Jdying chiid.
The explanation of the diagnosis is not casy, however gently
put, and parents show shock, denial, anticipatory mourning
and other aspects of the phasic responses 4 Helping parents
to mourn constructively is the most important task and may
prevent other problems. Parents (and hospital staff) arc
often afraid of the child’s response. The voung child whi 1
dying expresses mainly his fear of separation from his parcnts
and his wish to avoid pain, as he has as yet no true concept
of death. Older children and adolescents often have more
understanding about impending death than parents or hos-
pital staff may realize,' and even younger children henefir
from an opportunity to express their concern abou
depressed parents. Staff members often maintain an uncon-
scious “conspiracy of silence,” and may stay away from the
child to avoid the topic.™ The recent tendency is to tel]
children over nine years their diagnosis, with the pernussion
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of the parents, and to answer their questions honestly.
Assuring them that relef from pain will be available and
that they will not be left alone is important. The mutuality
of caring is the most valuable resource for the “mourning
work” of both parents and children.

Parents should be encouraged! to help care for the child,
it possible, with much emotional support from the staff. If
it 1s their religious custom, they should be permitted to
hring other family members in to mourn with the child.
Some parents now wish to take the child home to die, with
visits and support from the staff. All parents should be seen
within several weeks after the child’s death in order to
assist mourning, to prevent a “replacement child” and to

utilize the resources of the family relationships most fully.
In severely traumatized families, the use of a trained family
therapist should be considered.

Summary :
It is clear that the crux of management of children with

chronic disabilities lies in the clinician’s understanding
of the nature of the impact of the child and his limita-
tions upon the family and of the way in which the family
responds to the child's needs. Without considerable aware-
ness of these interpersonal forces as potential resources

within the family, no program of habilitation or rehabilita- -

tion can fully succeed.

L

SELF-EVALUATION
QUESTIONS

1. Define what is meant by a chronic childhood
disability.
2. Discuss the concept of the social field of illness.

3. Within the family equilibrium, specific reactions of
parents to chronic illness in children include four
phases. Arrange them in order of occurrence.

a denial and disbelief

b. unrealistic fear and frustration

¢ reahistic fear

d rational inquiry and planning

4. Describe the reactions of the various groups listed
below to chronic disability.

a. young preschool children

b. late preschool and early school-age children

¢. school-age children

d. adolescents

5. Few children with chronic illnesses or handicaps are
troubled with difficulties in maintaining body image.
a true
b. false
6. Describe the characteristics of parents who adapt
successfully to the problems involved in rearing a

: . chronically disabled child.

7. Some parents, for a number of reasons, cannot cope
with the burden of a disabled child. Describe the
characteristics of this group.

8. Differentiate between the technigues of initial

management and long-term management of a chronic |

disorder.

9. Comprehensive care of a chronic illness or handicap
includes .

a. continuity of treatment

b. communication

c. collaboration

d. consultation

e. coordination

f. all of the above

10. When managing a fatal illness in a child, the

physician . ,

a. should not discuss the topic of death with either the
parents or the child '

b. can assure children they will not be left alone and
that relief of pain is available if needed

c. can help parents mourn constructively

d. may be afraid of the child's response to knowledge
of the fatal illness

e allbuta
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Reproduced with permission by Social Pol

'Handicapism

New York, NY 10036.

icy published by Social Policy Corporation,

by Robert Bogdan and Douglas Biklen

Thomas Szasz (1961), Erving Goffman
(1961), Thomas Scheff (1966), Robert
Scott (1969) and Dorothea and Benja-
min Braginsky (197}) taught us to un-
derstand ‘‘handicap’’ categories as
well as the term *‘handicap’’ itself as
metaphors. They laid the groundwork for
thinking about so-called handicapped
people as societally created rather
than as a natural or objective condition,
These same authors and their associates
in the interactionist o1 labehing school
pointed to ihe importance of the quality
anid nature of how labelers interact with
the Jabeled as a prerequisite for under-
standing handicap fsee Lemert, 1967,
Gotfman, 1961 Davis, 1963; Wise-
man, 1970) The interface of human
service agencies and clients became an
e+ which so.aal researchers could
develop theoretical per.pectives on
how Labels and definitions were applied
ol see Gubrium, 1975, Bogdan,
‘ e

While these researchers worked,
parallel events occurred in the social
action and political arenas. It is not
clear who borrowed from whom, but
the social construct/labeling school ap-
proach to handicap was manifested in a
concem for issues of legal and humnan
rights of those labeled handicapped
(Kattrie. 1973; Githool, 1973). Now a

ROBERT BOGDAN is acting assis-
:ant dean of graduate studies in the
School of Education, Syracuse Uni-
versity, and asscciate professor of
education and sociology at the Uni-
versuy's Center on Human Policy.
DOUGLAS BIKLEN, associate pro-
fessor af education and planning.
Syracuse University, is director of the
Center on Human Policy.

strong ‘‘total institution™ abolition
movement is afoot and various peoples
have formed handicap liberation
groups. These include Disabled In Ac-
tion, Mental Patients' Liberation, Na-
tional Federation of the Blind, The
Center On Human Policy. The Mental
Health Law Project, and the National
Center for Law and the Handicapped
(Biklen, 1974; Mental Health law
Project, 1973; Nanonal Commttee for
Citizens in Educauon, 1976).

In the ficld of human services, con-
simer activism and i new professional
consciousness have spaw aed soral and
legal imperatives sach as due process,
“least restrictive envizonients.” the
nght to ticatment, defabehng, and
normalization (Wolfensberger, 1972,
Waoltensharger and Zauha. 1973 Abe-
son, 1974) At present. however,
neither the social 1esearchers/theonsts
nor the social activists have developed
an adequate conceptual scheme by
which to examine collectively labeling,
the moral and legal developments, and
the structural and cultural aspects of
differcntial treatment of people defined
as handicapped.

Our purpose 15 to introduce the con-

cept of handicapism as a paradigm

th-ugh which to understand the social
experience of those who have previ-
ously been known as mentally ill.
mentally retarded, deaf, crippled. al-
coholic. addict, clderly. deformed.
deviant, abnormal, disabled, and hand:

“icapped. Handicapism has imany paral-
lels to racist and sexism. We define it

as a set of assuinptions and practices
that promote the ditterential and un-

cqual treatment of people beciise of

apparent or assumed physical, mental,
or behavioral diticrences ' Three

terms— prejudice, stereotype, and
discrimination—are inherent in our
analysis.?

Prejudice is any oversimplificd and
overgeneralized belief about the
characteristics of a group or category of
people. Prejudice toward the so-called
handicapped 1s indicated by such in-
dicting assumptions as: they are in-
nately incapable; they are naturally in-
fetior (the iind set is **Thank God. I'm
not vou''); they have unique per-
sonalitres, different senses, and differ-
ent tolerances than the run-of-the-mill
citizen; they huve more in common
with each other than with nonhan-
dicapped persons and, therefore, they
Iihe to be with their own hind (sce
Gottman, 1963; Wright, 1960) These
behiefs provide the background as-
sumptions for our action toward people
labeled handicapped; they are the es-
sence of handicapism.

Whereas ‘‘prejudice’” is the general
disposition, stereorype refers to the
specific content of the prejudice di-
rected toward specific groups The
mentally retarded, for example, are
believed to be childlike, to enjoy boring
routine work, and to be oversexed
(Wolfensberger., 1975). The elderly are
said to have deteriorated intelhgence
and are presumed to be unhappy and
undersexed. The mentally il are ex-
pected to be eratic in their behavior,
arc considered dangerous and bizarre,
especially durmg the full madn (see
Scheft, 1960; Biklen, 1976). The deaf

' Authors who have discussed hand;ﬁsg-
categories as minonty Qroups INC :
B%dxter. 1884:anm. 1960“:'Y°ukor. 1965; and
Geliman, 1959
¢ See Yinger, 1965 an- Aliport, 1954 for &
discussion ol the use of thesa lerms in the
study of ethnic relations
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are considered ternfic painters: the
blind are supposed to be melancholy
(see Scott, 1909, Jerngan, 1975). nd
supposedly, onee an alcohohic always
an aleohohe. While sets of steceotypes
are~0tten cortradictory, they are

- neverntheless scnously regarded by a
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nuriberof people and are used to justiy
particular modes of treatment. Thus the
retarded can be treated he childien,
the elder!y ignored, and the meatally 1l
foched up

Although inaccurite, a stereotype is
often steadfastly mamntained. The
mantaing processes are themselves
part ot handicapsm  First peers and
culture support the transmission of
stercotypes and therefore constantly
reinforve them. Second, groups like the
handicapped are 1solated, have few op-
portunities for inhmate relations to de-
velop between themselves and the so-
called normal people, and conse-
quently have hittle chance of disproving
the stereotypes. Last, and perhaps most
important, handicapped people are
treated in ways that correspond to their
stereotvpes and are rewarded for living
up to others’ image of them (see
Lemert, 1951). Thus they ieam the role
of the ‘handicapped and fall victim to
the sclf-fulfilling prophecies (Merton,
1957).

“Prejudhce’’ and Ustereotype” point
to the cognitive and ideological sub-
stance of handicapism. The concept of
Jiseriminations provides the structural
and behavioral aspect: Unfair and un-
equai treatment of individuals or
groups on the basis of prejudice and
stercotypes translates into discrimina-
tion. Standards of faimess and unt.uir-
ness vary from society to society and
from time to time as the soctal criteria
tor eqinahity or discrimination change in

we with social values. At one
e .. was considered the nawral state
of slaves to' labor in the fields for the
vconomic benefit of others, and for
marmed women to serve their hus.
bands; the treatment they reccived was
not thought to be unfair. Similarly,
handicapped people are generally
thought to experience relative equality
in this society especially since the ad-
vent of various categorical social ser-
vice programs They are considered 1o
occupy their nightful place and to re-
ceive deserved treatment. For example,

MARCH / APRIL 1977

few pecople question the prictice of
rescinding dnvers' licenses, finger-
printng, and taking mue shots of
people adnutted 1o state mental institu-
tions despite the {act that there 15 no
cvdence that formes putients of state
mental hospitals arc involved in any
more accidents or commit more crimes
than wypical cinizens (Scheff, 1966;
Ramadas, 1975). 1tis cqually common
for public school distiicts to segregate
handicapped chuldren into special clas-
ses and even separate ‘'special’’
schools although there s no emnpinical
evidence o support any benctit, either
educational or social, that results from
segregated services. These kinds of

Two researchers who
examined the
relationship between
physical attractiveness

‘and crime in various

media found that
physical ugliness and
physical differences are
often associaied with
violence and other forms
of crime,-as shown in the
media.

R
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policies ard practices discriminate
against people with disibilities. They
are part of handicapism.

In the remaining pages we will dem-
onstrate how handicapism manifests
itself in personal interaciion, in the
organizational structurz of the larger
spciety. and in human service policy
and practices. Our purpose is to iden-
tify and illustrate handicapism in these
spheres, and to demonstrate the useful-
ness of the concept as a paradigm for
social scientists. We have based our
discussion largely on cunent lawsuits,
studies reported in the professional lit-
erature, and our own research and ex-
pericnces in the area of social policy
and disability.

-
[
-

HANDICAPISM IN

INTERPERSONAL RELATIONS
Handicapism arises in the contacts
between handicapped and so-called
typical people as well as in the private
conversations of typical people when
the handicapped are not present. In
face-to-race contacts. labeled and
nonlabeled persons chzractenstically
display anxiety and strain about how
cach will be perceived bv the other
(sce Davis, 1961: Goffman, 1963,
Wright, 1960). *“The stigmatized in-
dividual may find that he fecls unsure
of how we normals will identity him
and receive him'' (Goffman, 1963).
And the so-called normals feel that
the stigmatized individual v too
ready to read unintended meantng
into our action. This self-conscious
uneasiness results in a number of
handicapist practices. For example,
nonhandicapped persons avoid con-
tact with “*‘nonnormals.”” When they
are forced into contact they tend to
seek the earliest possible conclusion.
When there is contact there is also the
tendency for the disability (the al-
leged difference) to take on tremen-
dous significance in the nonhan-
dicapped person’s mind: it beqomes
the master status (Davis, 1961) This
often results in the nonhandicapped

-person cither being overly gracious

and overly sympathetic (** it must be
hell to go through what you go
through™) or patronizing (**What a
lovely belt, did you make that all by
yourself?*') or in some uther ways be
insensitive or ignore people with dis-
abilities, One>such behavioris to treat
them like what Goffman (1960, 1963)
calls “*nonpersons.’ -

In casual contacts with the hand-
icapped, normals tend to mca.ire
them against the stereotype and such
contacts  reinforce  common
stecreotypes. An example may help to

‘demonstrate this process. Recentlv a

number of typical skfers observed a
blind skier ccming down the slope.
They spoke about him and his **amaz-
ing feat."’ They commented on how

"~ “*truly remarkable’’ that he could

have the courage and fortitude to do
what must be exceptionally difficult
for a person with no eyesight. From
the tone of their comments it was
clear that they did not perceive this

158




ERI

Aruitoxt provided by Eic:

U

?

person as anv nrdinary blind person
The sighted <kiers did not guestion
their stereotypes of the blind as phy -
ically inept instead, they confirmed
the stefeotvpe by classifying this
skier as an exception to the rule---as
“anrazing U H he were not skitng but
sttine i the lodpe next 1o the fire,
one nneht eaxpect to hear passers-by
whiperng tacach other soicthing to
s ettect 10y a shame that blhind
people have 1o siss ant on so mch
fun
Handicapisin s also mantfested
and perpetucted between normads
when not uihe presence of disabiad
peaple  Stercotypes and - prejudice
dhound 1 datly conversation: * Poor
Aot Jane s pomg bhind 7 Ed Wl
i el it bwere asdisabled as Fuke *
castal nterpersonal conversa-
aon 1 heavy with hundicapist
phirases. *Did vou hear the one ahout
thie moron who threw the clock out the
window?" 'y hike :ﬁc blind lead
myg e Mond 7 Yormust think 'm
crazv “*You habbling tdiot.”’
“What are vou, deaf?"” " Some of the
students are real retards .’

HANDICAPISM AT THE
SOCIETAL LEVEL

To understand handicapism at the
weictal Tesel one must analyze the
culture and stricture of basic institu-
tions for munitestigions of prejudice,
stercotypes, and discrimination,
Further, onenust exinnne the legally
sanctioacd and tlepal sy<tematic mis-
treatment of people beciause of al
leged phvsical, mental, and behav:
1oral ditfcrences. And, as ' personal
imteraction, one must study  how
mgjor ~o aetal mstitutions routinely
reinforce and  perpetuate prejudice
and stercots pes. Since this brict arti-
cle can ondy noduce the hand-
capiom parachpm and not exhans
tively claborate at, socictal level
handicapisi s portrayed inoniy tour
of the many possible areas: (1) imases
et the handicapped in the media; (2)
phy~ical and hicracy barriers to par-
neipation: (3 discroninatory  Taws,
riles, and repulations; and (4) exclu-
ston from hasic orgamzations.

Media haapes
To what extent does the mass media

io

present prejudicial and stereotypic
images of the handicapped? What s
the specific content of that imagery?
What cftcet does wthave on those who
look at 1? fmpressior. and data sug-
gest as starting hypotheses that mass
media present prejudicial and stereo-
typic nmapes of the handicapped.
Atter reviewin® imaees of mental

illness in the media, Soheff (1966)

concludes that meatal patients appear
stercotypically as bizarre and danger-
ous. Needleman and Weiner, two re-
searchers who examii.od the iclation-
ship between physicad attractiveness
and enme in vanous media, found

ST~
’
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(1974) that physical ugliness and
physical differences are often associ-
ated watli vialence and other forms of
cruue, as shown in the media. Qur
own study of horror movies, which
are expenencing renewed popularity
on the Anierican soene, teveals a
clear acsociabion of physical and inen-
tal Bandicap with acts of violence and
hate. o children’s stonies there are

ey iably  hunchbacks. trolls, and’

other deformed and therefore sup-
posedly frightening people hiding
under bridges and in forests o grab
pretty children who nirght be passing
by. Disncy. for example, frequently
promoted handicamst wnagery The
wiched witch who gives the beantitul
SnowsWhite the paison apple has to
change trom a beautiful woman to a

i S

hunchbacked. wart-nosed old lady to
accomplish her ierror. Dopey has
Down’'s syndrome-like features and
lives with the other childlike dwarfs
m the forest. Then there 1s evil Cap-
tain Hook with the patched-eved pi-
rates of Perer Pan fame.

In addition to movies and chil-
dren’s stories, cartoons appear to be
important carriers of handicapist im-
ages. "Stupid idiot.”” “‘moron,
“Jumb,”" and “‘crazy’’ dot the land-
scape of comic strip :aptions. Key
offenders include prestigious svndi-
cated strips such as * Bectle Bailey™
and ‘‘Archie.'” These comics not

-
' -
v \;,.
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only confirm prejudicial and
stercotypic attitudes toward people
with disabilities, they also reveal that
cveryday words that reier to specific
groups have become gencral curse
words.

Handicapism takes more dircct
forms in the media as well, Often
new spaper articles link cnmes with
various disabtlitics asat the disability
was the vause of the enme. Forexam-
ple. in an Assoctated Press rclease
published across the country a mur-
derer who was scheduled for execu-
tion v'as referred to as “tan alesholic
and mentally mcompetent psyvchotic
who was mentally retarded ™
Further, the medta promate smages of
the handicapped as helpless by selec-
tively cavering certain events and re-
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tusine teecmas oy For ovanpte,
vhen Kennaih fomean piesudent of
the Natienal Federatiom of the Bhnd,
called a press conterency tor ope ol
his wroup's hiehly pohiscal conter-
enees newspaper and telesisien re
porters ienosed the pohtical orpamiza
Honal cortent, for they wanted. in-
Ceadl o view corporate exhibity of
walkine aids, tead dogs. and other
stercetvione combols af blindaess
Hernean 1975y The micuia pro-
Dokt dinaves of theAetpless hand-
i by reportine repatarly on
ity dovo e teatire posters of
canpdad chittien Tetethons promote
e sace tnayv ey herhuman inter:
O featuros more obien than not pro-
Cham that the handrcapped can be
hetped Su charty, thas reatly rein-
oo e e wee of dependence. Ope

pubhic s rvace advertisoment on men

ial retwr braon that apocared aation
Gl newepaners and nagazies
crirned e Seadng THel be erghi
veors o' Dthe rear of b fife U ke
orcidre s ot aschild s o Gl a
hecthday Cabhowath vt candtes The
e sane was direct and stercotvped,
wpeatean e e toanded as L bdbke
Fhe etfect otamieees ot tine haad-
vt bmmediaon andiences nas nog
b ed, perhaps because of the
soalty i olating sach inflaer: -
One can hypothr w7¢, howevir,
ihat L s an unportant part of hand

Wiy

fhysical and l.itvracy Barriers

It you were 101d that because of yeur
rice or sex you weee not atowed to
ciner buildings and to 1se public
toets, side valks, and miass transit,
you weuld Jdam diserrmination.
Peonie i wheelchais are demied such
decess The degice to which secicry's
consitactns anloaccersways un-
veessantls pnped s participation tor g
stcvteant segient of our popalation
vz be e aded s a priman iedicator
of handicapism Recen Iv cines have
begin o estabiish aceess ordingrces,
but that did aot save the New York
Cuy: police from an embarrassing
Yande st sttuahon There w s o
ae nsteon luanched by D abled
In Neron 6w e many ot td
testoes, W bo aeodentally were
wheetcrans P lached a road and re

frivee

MARCH  ARRUI, 1977

Aruitoxt provided by Eic:

hived (0 move  The demonstritors
were abowt 1o he arreied when the
police readized that the g 15 were not
acceswible o wheelctires —-a clear
volation of e law

L ptach the e debibitating fash-
-0 that archetectural harniers deny
access to the physically disabled,
written directions (1 ¢ . for tests, ap-
pheations. tormis, and signs) can pro-
vide untold obstacles tor the person
who cannot read and wrire. Some
people leaving state schools for the
mentally retarded, fur Cxample, re-
port that their inabiity 1o reed and
wrle creatwes obvioas barriers for

D S
While federal legislation
has mandated the

right to public education
for all children with
disabilities, The
Children’s Defense Fund
reported that over one
million disabled children
still remain out of school
altogether, ostensibly
because of their disability
or, more accurately,

because of cxclusionary

policies.

their mabil*ty in a society that relie.
s heavilv on wnitten communicatinn,
Most bus signs, maps. and street
signs reqrare the abiliny 1o read.
People wh+ Caninot learn oz s ply
were never taughit (¢ o1eud and write
have an extremely itficult ume with
the many torms such as incoine tax,
employment applications, credht ap-
phcic ons and registratdn for schonl
fsec Dexter, 1964, for a complen
fiscussion). Becawse 1t s generally
assomed that everyone can and
shovid vcad, e ternbly embaras-
sing I owell as diheole for pooy
who den't bave uch bailiies (o i
independently
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Discriminatory and Exclusionary
Laws, Rules, Eic.

For.many years it has been common
practice for business emplovers. in-
sutance compan.zs. colleges ind uny-
versities, and simidar orgamizations o
require applicants to identify theyr
disability. The rgsult was discrimina-
tion, so much so that the 1973 Voca-
tional Rehabilitation Act mandated
no discrimingtiou against disabled
workers by agencies that are federally
funded. Similarly, some states have
passed legnslation 1o end discrimina-
non by all employers and educational
instututions (¢ g., The 1974 Flynn
Act. atherwise know n as the Disabil-
ity Amendments to the Human Righty
Law in New York State). Also. the
1973 Vocational Rehabilitation At
established affirmative action re-
quireiments for federally funded em-
plovers Allof these developnients do
not suggest that discrimination has
crded  merely that widespread dis-
comipation is now acknow ledged.,
Jobs often require physical exam-
inations which automatically exclude
disabied people fiom passing. how-
ever, the cowrts have ruled that all
sprodal requirements must reflect the
actual nature of the job. Barners May
not be perpetuated sinply for the
purposc of arbitrarily excluding
people with disabihines.

Education, another hasic inshitu-
honan mast people’s hives, also prac-
tices exclusion. Until the 1971 P4RC
v. Commonwealth of Pennsylvaniu
case {Lippman and Goldberg, 1973),
the various states freely excluded
many handicappe! children from
public education. While federal legis-
lation has since man.ated the nght o
pubhc education for all childien wath

“disabibtes (P L 93142 the duea

uon for All Hand.capped Children
Act), a private researchiaction graup
(1 he Children's De ense Fund. 1974)
reparted that aver one mulion dis-
abled children sull remain out of
schoal altogether. ostensibly because
ot their disability or. more accu-
rately, tecause of exclusionary
rohicies.

Sull unother arca rife with
exclusionary policies is transporta-
tion. Clearly physical varners create
he greatest impediinent to disabled

1"
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people’s use of mass transport, but
centain modes of transportation have
excluded disabled people unless ac-
companied by an aide. This was the
cawe for several air carriers until a
recent chillenge by Judy licumann, a
member of the Senate Labor and Wel-
fare Comnntice and, incidentally, a
peison whose physical disability re-
quires that she use a wheclchair.

Service Delivery

Ironically . handicapism manifests it
self even 1n the orgamzations and
institutions which have as their offy-
cial duty the rchabilitation, care, and
processing of people who are al-
legedly handicapped. It secms that
most systems that are operating today
for the handicapped are based on
handicapist principles. Even those
that scrve chients” specific clinical
needs often perpetuate handicapism.
First, although the Supreme Court has
ruled that separate is inherently un-
equal, most programs for the hand-
icapped are scgregated from the
mainstream of society. Not only has
society provided state institutions for
the retarded, dcaf. blind, and emo-
tonally disturbed. governments have
financed scgrcgated schools, recre:
auon programs, and sheltered work-
shops. The large residential institu-
tions and smaller day-service
facihties bring together large num-
bers of labeled people. Alternative
integratcd placements are usually un-
available. While this scparation of the
handicapped t.om the typical popula-
tion has been recommended by some
protessionals to facilitate the dehivery
of services and thus improve the qual-
ity of lifc. rescarch ohservations con-
tradict this handicapist assertion Re-
scarch on the efficacy of scparate
class~s for handicapped children, for
example, does not show that children
in separate classes achicve any better
than children in regulue classes (Blau,
1956, Benneu, 19320 Cain und
Levinc, 1963: Cassidy and Stanton,
1959; Goldstein et al., 1965; Hottel,
1958 Pertsch, 1936; and Wrightstone
ct al., 1959). On the other extreme,
testimony in recent court cascs in-
volving state schools for the mentally
retarded [c.g., Willowbrook (N.Y.),
Partlow (Ala.), Pennhurst (Penn.),

Belehertown, Ternald (Mass.)] gives
vivid and definitive evidence of the
dramatic regression of skills among
pcople who have becn in-
stututionalized.

The cniture and structure of service
systems for the disabled often work to
support handicapism  People arc
herded, kept waiting! and regimented
in barren swiroundings designed and
maintained to facilitate custodial
concerns of cleanliness and effi-
ciency of plant operation (Blau,
1973,  Wolfensherger, 1975,
Goffinan, 1961; Bogdan et al., 1974;
Biklen, 1976; Gubriuui, i975). The
handicapped are forced to take end-
less numbers of examinations, The
residential treatment centers includ-
ing nursing homes, stiate mental hos-
pitals, and statc schools exaggerate
handicapist patierns in that residents
are often denied personal posses-
sions, have few rights, few opportuni-
ties for sexual and other cxpression,
are dressed in ill-fitting clothing, and
arc often addressed by their diagnosis
(i.e.. mongoloid, senile, schizoid,
low grade).

A comcrstone to the handicapistn
ot professional systems is that ser-
vices to the disabled people are con-
sidered a giftor privilege rather than a
right. The American public gives bil-

" lons of dollars each year to charity,

much of which is solicited in the name
of helping the handicapped. This sys-
tem of collecting funds demeans its
recipicnts by supporting the prejudice
that the handicapped are inferior
people. Morcover, professionals who
require chanitable contributions to
suppart their programs tend to diston
the bage of the handicapped in order
to play on the public’'s pity. Thus, the
crippled ¢hild becomes a poor sonl
whaose disabihity evokes pity and guih
and the spint of giving, but also les.
sens the possibility that disabled
people can be regarded as people with
personalitics. with individual aspira-
tons. and with an intcrest in being
perecaved as ordinary people.

‘The other major funding source for
special services is the federal amd
state goverments. But here too the
money system promotes hand-
icapism. In order to be eligible for
state and federal funds, schools and

J &8,

other human services personnel must
label children according to clinical
disability catcgories for which there
is reimbursement. They must list the
name and diagnosis of the handicap
and thereby begin people 1n their
careers of being labeled mentally re-
tarded, leaming disabled, antnc,
eic. (see Bogdan, 1976, Schrag and
Divuky, 1975). In that kind of system
the disabled become commodities
and agencies become headhunters In
every instance where tunds bec~ome
available for a parucular disabihity
group, the number of pcople so
labeled soars geotnetrically (see
Schrag and Divoky). People whose
disability might not ordm;tl) be
thought of as a handicap suddenly
find themselves labeled, they nl‘%
pawns in the struggle for agency sur-
vival and growth, for they are the
essential requisite by which agencies
receive forernmem funds. Not too
long ago side shows were popular
Deviants were sought out and paraded
for a pnce. While the system we have
evolved does not parade its chients,
except perhaps during telethons, 1t
does promete labeling and 1t does
thrive on the segregation and cxag-
geration of the nawre and extent of
the problem ‘

NEW STARTING POINTS FOR
DISABILITY RESEARCH AND
POLICY

Civilizations have always created
such categonies as ‘“hundicapped’”
and “‘race’’ and, along with them,

_fostered prejudices, stercotypes, and

discrimination. Some thearists have
suggested that these serve real func-
tons such as ullnmrg us to find
targets for our hostlify . 1o find ex-
vuses for what goes wrong. ta pin-
point people’s fear, and o enjoy
sclf-approval in the hnowledge that
we do not belong to the disarprosved
of groups (see Erkson, 1966. Bar
zun, 1965). Barzun suggests that the
urge o classify and categonize people
is reinforced 1n modem sncietics dy
the belicf that scientifsc theories and
systems ot facts can account for and
eapluin disinctions hetween people.
differences in temperament and abslf-

ty, end vanation in bodily features

snd fhental habits. By conducting re-
SOCIAL POLICY
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search and formulating theory on

commonscense notions of diterences
between preconceived categories,
and by emphasizing statstucally sig-
nificant difterences rather than the

range within populations and over-

lapping ol charactensics between
categories, socul science has done
much to reaty categories and therefore
o entrench prejadice, stereotypes,
and discrommation (see Be dan and
Taylor, 1761 Professionals and
dnsability retated tields have tol-
fowed a rerearch tradinon whach has
hadered the guesuomng ot basie

cconcepts in osability rescarch. Adis

tebing nomber ol handicapist as:
sumptions have been tahen as givens,
48 staftieg potnts tor research

We hope that the handicapism
pazadigm will enable researchers and
pracutioners to began to reass sy their
assumption  conceming segregated
service, Cifferciatial treatment, the
real source ot the disabdity problem,
fabeling and Janguage pattetns, and
fundin mechamisms ted to labchng.
Muicover, the concept of hand
wapism can facilitate rescarch that
will resuit ;n policy-refated data.
While we have not yet explored the
full ramiticwons of handicapisim, we
have ttempted to provide the founda-
tion tor conceptualizing the cxpert-
ence of handicaps in a way that will
not perpetudte prejudictal notions,
but rather will help reveal and erradi-
cate injustice. W
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Reprinted from Interracial Books for Children Bulletin, the journal of the Council .
on Interracial Bocks for Children,. 1841 Broadway, New York, NY 10023. The Bulletin

[ . analyses children's materials for racism, sexism, handicapism and other forms of
‘biases. Write for a free catalog listing materials developed by the Council.

- Media Portrayals of Disabled People:
A STUDY IN STEREOTYPES

By Douglas Biklen and Robert Bogdan

“thdicapism" refers to the stereo-

\”Yeu ; VE us YOUR DlmEs mur;;“m‘:;g‘i"m::ﬁ:s
\\1 A : ICR '1' -.ém;‘"'

people.! The term provides a perspec-

< ?f“"“"r?;’*‘\: ’ ' - tive by which we may analyze expe-

o ~ riences, policies and practices related

A to disabilities. '

. Handicapist barriers have pre
vented the integration of diaabled
people into the mainstream of our
society. This has made it easy to
ignore the extent to which disability
affects our population. Far from being
a condition that affects only a few
people, disability affects significant
numbers of our population. The Amer-
ican Coalition of Citizens with Dis-
abilities estimates that disabilities
affect 36 million people—one out of
every six people in the U.S,

As this sizeable and increasingly
activist group of disabled people voi-
ces its concerns (see page 16), we
become moie aware of the extent to
which handicapism pervades our so-
ciety. Handicapism is prevalent in
education, employment, literature, the
mass media, architectural and trans-

practice of beggars who held “cap in
hand” to solicit charity—and the word
reflects the dependent position in which

society places disabled people.

indebtedness for the rioneering work of
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‘ | Campbell Hunt anci Madeisine Cohen
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Oakiey in the area of disability stereotypes
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t The word “h.miicap" comes from the ‘
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the insights on disabilities in folk-tales

The poster above from the Center for Human Policies reflects the activism of #hared by Patricia Crook.
the disability rights movcment. ]
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portation design and in a multitude of
other areas. Handicapism affects us
all—both disabled and non-disabled
people—just as we are all affected by
racism, sexism, ageism and other
negative, harmful attitudes.

One of the manifestations of
handicapism—again as -with racism,
sexism, etc,—has been a profusion of
negative stereotypes that serve to
reinforce society’s oppression of a
minority group. As with stereotypes
about Third World people and women,
some stereotypes about people with
disabilities draw upon—but distort—
reality. While disabled people do expe-
rience some real limitations—
decreased ability to hear, see or walk,
for example—most of the limitations
associated with being disabled derive
from society’s response to disability.
(As one activist has said, “Our bodies
make us disabled, but society makes
us handicapped.”) Society’s negative
stereotypes also draw upon myth,
reflecting “truths” that upon close
examination turn out to be false.
Businesses, for example, frequently
state that hiring a disabled worker
will be costly in terms of insurance,
special privileges, time missed for
iliness, etc., whereas studies show
that none of these “facts” is true.

An interesting aspect of stereotypes
about disabled people is that they
often embrace two diametrically op-

- - posed concepts. In the same way that

women have sometimes been viewed
as either “‘saints” or “whores,” percep
tions of disabled people often reflect
“two-sides-of-a-coin” extremes. (Peo-
ple with disabilities are, for example,
seen as -asexual and, on the other
hand, as insatiable “sex degenerates”’;
as heipless victims of violence and, at
the same time, as evil and frightening
villains.) In addition, as will be point-
ed out, handicapist stereotypes are
often interrelated and reinforce each
other.

We believe with the Council on
Interracial Books for Children that an
effective way to begin counteracting
handicapist stereotypes is to alert
readers, especially young readers, to
their presence. As a step toward this

. goal we have informally surveyed a

range of classic literature as well as
popular contemporary media. We
have concluded that although a few
books and films treat disabilities sen-
sitively and accurately, most do not.

We observed, too, that even the
most sensitive materials overplay in-
dividual solutions to disability prob-

IToxt Provided by ERI

Disabled—Yes; Handicapped—No:
The Language of Disability

Society's misconceptions about people with disabilities are reinforced by
negative, handicapist terms—terms like “Cripple,” “spastic,” “idiot.” Continued use

- of these words Contributes to the negative self-images of disabled peopie and

perpetuates handicapist attitudes and practices.

One goal of the disability rights movement i3 the elimination of handicapist
language—in speech, in media, in classrooms, In library card catalogs. The CIBC
urges parents, iibrarians and teachers to be alert to handicapist terms and, when

.these words do come up, to ask that people think about their offensive

implications.

Try to avoid all terms that dehumanize or objectify disabled persons, all terms
that charactenize disabled persons as depéendent or pitiable, all terms that
pevpetuate the myth that disabled persons are in.apable of participating in the life
of & community.

There is considerable controversy about some terms. The word "“handicap” is
rejected by many disability rights activists because of its historic associations
with “begging"” and society's negative stereotypes. However, it is still the preferred
term of the federal government and is the terminology used in the new legisiation
to’ protect disablied people against discrimination. The term “exceptional” has
been favored for 8 number of years by some advocacy groups -for example, the
Council for Exceptional Children in Reston, Virginia, and Exceptional Parent, a
journal published in Massachusetts for parents of disabied children. Many

_disability activists consider this a euphemism. Massachusetts recently passed 4
law-—Chapter 766—that prohibits labeling of sny kind. Children with disabilities in

Massachusetts are henceforth to be identitied only g8 “children with special
needs.” The Massachusetts law is considered to be progressive, but there is some
criticism that it gives legitimacy to & phrase that emphasizes a person's
“neediness.” - .

_In deciding on terminology, Bulletin editors gave serious consideration to
“physicalism,” another term advanced by disability activists. Physicalism may be
defined as discrimination based on physical appearance and was. therefore,
considered too broad a referent for the kinds of disabilities discussed in this
Bulletin. Future Bulletin articies will expiore the broader topic.

We have selected the word “disability” as a positive reference to physical or
developmental conditions, but we have used “handicapism” because of its
negative connotations to describe socCiety's oppression of disabled peopie.

Below are examples of terminology which, in the light of the new awareness,
are considered to be offensive. Preferred substitutes are listed to the right. Some
of these terms may appear awkward when first used, but groups using them find
that they become readily acceptable after a short while. o

OFFENSIVE PREFERRED .
handicap., handicapped person disabili*y, disabled person

deat and dumb. deaf-mute. the deat deaf, haaring disability. hearing
impairmant

Down's syndrome

orthopedic disability, mobility
impaired. disabled person

blind person. sight disability. visually
impaired

mongoloid
cripple, crippled

the blind

retatd, retardate, idiot, imbecile, feeble-
minded

crazy. maniac. insane. mentaily ill

retarded, mental impairment, mentally
disabled

ment, deve'opmentally disabled

RELATED TERMS TO AVOID: The Minnesota 1976 Governors Conference on
Handicapped Individuals proposed that the foliowing entries be deieted from
brary catalogs: Abnormal children; Abnormalities, Human, Atypical children;
Children. Backward: Children. Retarded; Children, Feeble-Minded.

8' - BULLETIN §

emotional disability, emotional impair--
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lems without referring at all to socie
tal factors that can cause disahility,
or to societal discrimination sgiinst
disabled peuple (see page 20).
Drawing on thd images i et it
abled peopic réveaied by our ruvey oo RENIIE
we have compiied the fullowing . : t b,

tee . Ll of haneleaps . stereotypes.
i . .8t s 2p, intended
me .t alert re. Jders :ind stimulate
ih + e sl you o join us in
' . haidicapist ste-
celupag strategies
aeap an,

!l'vi
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5 thetic_stereotype is_reflected in the

In Johanna Spyri's Heidi, published in 1881, voung Heuli s a hired companion
to ‘‘the rich little cripple” Clara, who fits the “poor, pathetic” stereotype.
Clara’s disability vanishes at story's end duc to a cure composed of Heidi’s
affection, fresh mountein air and goat's milk. (The story contains other
questionable messages. In one passage, Hewlt tolis sourgs Poter that unless he
learns how .o read, he'll be sent to the Hottentots - and *his threat terrifies
Aim.)

bb
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Handicapist Stersotypes

1. The disabled person as piti-
able and pathetic. This image is
often projected in newspapers and
in charity drive solicitations for “the
needy” or “handicapped.” Remember
the old “March of Dimes” posters?
ﬁ\ough the posters have been

anged in response to protests, the
concept is still alive and well in the
yearly telethons held to raise money
for people with cerebral palsy and
muscular dystrophy. (At a 1977 de
monstration protesting the annual
United Cerebral Palsy Telethon,
Disabled in Action, a disability rights
organization, stated: “Fund-raising
telethons are demeaning and ex-
ploitive ‘shows’ which celebrate and
encourage pity.”)

In literature the pitiable and pa-

characterizations of Philip Carey in
‘Of Human Bondage and Laura

Wingfield in “The Glass Menagerie.”

This stereotype is often used by au-
thors as a device for revealing
another character’s goodness and
sensitivity. In such instances, the
disabled persons seem to have been
included primarily so that a main
character can be seen showing love,
kindness and pity toward them.
“Pitiable and pathetic” characters are
often portrayed as having hearts of
gold, which serves to elicit even

-greater feelings of pity (rather than

genuine compassion) from audiences
or readers. Tiny Tim in A Christmas
Carol is an example, as is Porgy in
the Gershwin opera Porgy and Bess.
This patronizing stereotype springs in
part from the feelings of superiority
that non-disabled people harbor to-
wards people with disabilities.

. 2. The disabled person as object

~ of violence. In reality, disabled peo-

ple are often victims of violence. How-
ever, the absence in literature and
other media of a full range of roles for
disabled people renders this type of

portrayal a stereotype that strongly

reinforces society’s view that people
with disabilities are totally helpless
and dependent. The films “Woman in
a Cage” and “What Ever Happened to
Baby Jane?”’ arc examples. In the
former, Olivia DeHavilland, in a
wheelchair, is trapped in an elevator
by a band of youthful thieves while
they ransack her apartment. In the
latter, Joan Crawford (also in’a wheel-
chair) is wholly at the mercy of her
diabolical and mnurderous sister, Bette




Davis. Another example is “Wait
Until Dark,” in which a blind Audrey
Hepburn ultimately outwits a bunch
of thugs but only after they have
thoroughly terrorized her in their
search for a drug cache in her house.
TV crime shows often sensationalize
violent assaul's against people with
disabilities. ot
- 3. The disabled person as
sinister and/or evil. The classic
example of this common stereotype is
Shakespcare’s Richard 111. Exploiting
people’s negative perceptions of physi-
cal disability, Shakespeare distorted
the appearance of the king (who in
real life was not disabled) to accentu-
ate the evil dimension of his person-
ality: - '
1, that am curtail’d of this fair propor-
tion, :
Cheated of feature by dissembling na-

ture,
Deform'd, unfinisht, sent before my

L time

Into this breathing world, scarce half
made up, .

And that so lamely and unfushionable

That dogs bark at me as I halt by them

Why, I, in this weak piping time of

peace,

Have no delight to pass away the time

Unless to spy my shadow in the sun,

And descant on miine own deformity:

And therefore, since I cannot prove a

lover,

To entertain these fair well-spoken

days,

| am determined to prove a villain,

And hate the idie pleasures of these

"~ days. (Act I, Sc.i)

Captain Ahab in Herman Melville’s
Moby Dick becomes so undone by the
white whale's destruction of one of his
legs that he sacrifices himself and
most of his crew in obsessive pursuit
of revenge. Melville uses Ahab's
disability to build a sinister and fore-
boding atmosphere as, for example,
when narrator Ishmael hears Ahab’s
false leg tapping back and forth
aczoss the deck in the middle of the
night.

In fairy tales, there is the malicious
Rumpelstiltskin and the mean witch
(who "leans upon a crutch”) in Hansel
and’ Gretel. Classic children’s litera:
ture has exploited this stereotype to
the hilt. Take Stevenson's Treasure
Ipland. In evoking the terror and
suspense that mark this book’s
opening pages, the key elements are
the disabled characters Black Dog
snd Pew. The former is introduced as
¢ “tallow-faced man, wanting two

. This minor disability sets a
tone that is built up when the second

ERIC
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The srermtype of the disabled person as pitiable objects of charity is often
exploited by fund raisers. Although the old March of Dimes posters no longer
appear, the poster children do (photo: New York Post, August 31, 1977).

man is8 described as that ‘“hunched
and eyeless creature,” and it is the
latter who hands Billy Bones the
diead black spot. In addition, when
long John Silver is introduced as a
good guy, there is only a casual men-
tion of the fact that he has a wooden
leg. Later, when his treachery is re
vealed, the references to his “‘timber”
leg become ominous and foreboding.
Examples in modern media are the
maniacal and fascistic Dr.
Strangelove in the movie of the same
name, who has multiple disahilities;
the villains in the movies “Dirty
Hacry,” “The Sting” and
Witch, Burn”—all of whom limp; and

“Burn,-

pes
{

the profusion of disabled villains in
the James Bond films.

4. The disabled person as “‘at-
mosphere.” Blind musicians, news-
deulers and the “blind man with a
cup” are frequently thrown in for
seasoning in movies and TV stories, a
practice which dilutes the humanity
of disabled people by 'educing them to
the status of colorful or curions ob-
jeets. They become like Sherlock
Holmes’ hat and pipe or Detective
Columbo’s rumpled raincoat. Related
to this stereotype is the depiction of
disabled people as exotica. People who
are displayed in so-called “freak
shows” aie victims of this stereotype

BULLETIN 7
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Disability rights were recently. dis.
cussed in the Mary Worth comic strip,
though sometimes with mixed mes.
sages as shown above. Below, an
advertisement for Hathaway shirts
plays on the stereotype of- disabled
men as "sexy.”

(General 'Tom Thumb, a dwarf in P.T.
Barnum's sideshows, is a famous
example). These shows are, in a sense,
disability pornography in that they
encourage prurient fascination with
disabilities.

5. The disabled person as “Su-
per Crip.” This stereotype is some-
what akin to the depiction of Third
World characters as having *‘super”
qualities to make them deserving of
acceptance and respect by white peo-
ple, except that with disability, the
person is often assigned what
amounts to a magical ability. ‘Long-
street” and ‘“lronsides,” TV's super
private eyes, are striking examples.
Longstreet, who is blind, has deve-
loped superhuman hearing to offuet
hie inability to see. Ironsides, though
| ralyzed, has extraordinary mental
powers as well as unusual calm in the
presence of adversity. His name, collo-
quial for wheelchair, cchoes the
naming of characters according to
their disabilities found in many
children’s books (sce article, page 10).
A positive feature of “Fronsides”’ is
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that the show has helped educate
yiewem about architectural access
1ssues and has underscored the impor-
tance of certain aids to some physi-
cally disabled people. Unfortunately,
the various ramps and other special
aids availal ; in Ironsides’ fictional
environment are not provided for
disabled people in real life. Real-life
expressions of this stereotype appear
frequently on the pages of the Nation.
at— Enquirer. “Midnight, Readers’
Digest and other publications which
regularly feature the extraordinary
achievements of disabled persons who
“overcome”—thus becoming a credit
to their “race.” :

6. The disabled person as laugh-
able. The nearsighted Mr. Magoo is
the quintessential fool, epitomizing
society’s perceptions of certain condi-
tions of being—in this case, physical
disability—~as humorous. Blissfully
unaware of his nearsightedness, Ma.
goo bumbles through life wreaking
much havoc and unmindful of numer-
ous dangers to himself. Although he
survives everything, we—the aware
audience—know that his survival is
due only to chance and not to ingenui-
ty on his part. The old Dean Martin/
Jerry Lewis films (still being rerun
on TV) often featured Lewis mimick-
ing various disabilities and thereby
soliciting many a laugh. And a recent
skit on the Richard Pryor show
portrayed with extraordinary insensi-
tivity the condition of people with
disabilities. Pryor apparently in-
tended to satirize religious “quacks”
who exploit people, but in the process
disabled people got put down too.
People who have suffered hearing loss
are frequently made the butt of jokes
in comedy routines when they misin-
terpret what is said to them.

Some stories portray a disabled
person as the brunt of other ple’s
chicanery. In the Russisn folk-tale
The Little Humpbacked Horse, Ivan
the Dullard is helped out of numerous
janms by the “Super Crip” horse—who

has magic powers. Yet an aspect of

this story, as with many similar tales,

is that the one presumed to be foolish
inadvertently makes fools of the so-
called “normal” characters. This
recurring theme is undoubtedly a kind
of stereotype but one that results in
poetic justice.

7. The disabled person as
his/her own worst—-and only--
enemy. The popular media often
portray disabled people as self-pitiers
who could “make it” in society if only
they would stop being “bitter” about
their “fate,” think positively and rise
to The Challenge. The legitimate
anger which disabled people may feel
about society's abuse is misrepre-
sented as unfounded bitterneas that
has its roots in the person’s character.
Hence, this stereotype helps “normal”
people to avoid confronting the
anger's true causes—which implicate

.the attitudes and practices of “nor-

mals” and of “normal” society. Just’

" as victims of racist or sexist oppres-

sion are blamed for adversities they
encounter, so does this stereotype
place blame on disabled people for
their difficulties. TV medical shows
like “Marcus Welby, M.D.” are some
of the worst offenders here. These
shows generally - ignore the
institutional barriers society places in
the way of disabled people, as well as
the pervasive and devastating dis-
crimination they experience. As will
be pointed out in the next article,
children’s authors seem to be espe-
cially fond of this stereotype, perhaps
because they regard it as effective for
promoting self-help and determina-
tion in young readers. But given the
realities, a degree of self-pity on thc
part of disabled people may be quite
functional and appropriate.

8. The disabled person as
burden. This stereotype is linked to
the concept that all people with
disabilities are helpless and need to be
taken care of by “normal” people.
Whils it is true that disabled people
have a range of special needs—from
mild to severe—the perception that
they are burdens is engendered by the
difficulties our society imposes on
meeting their needs. Generally speak-
ing, a burden is something one wishes
to bé rid of; hence, the constant
recurrence of the “burden” image in
media objectifies and dehumanizes.
At the same time, it can falsely
enhance the image of the person who
bears the “burden” at the expense of
the disabled person. 1t's important to
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recognize that people with disabilities
are, first and foremost, human beings
who are capable of much indepen-
dence and of interacting with others
in mutually rewarding ways. Lenny,
the mentally retarded character in Of
Mice and Men, is an interesting case
in point. While most people view
Lenny as being utterly helpless and
dependent on hero George, actually
Lenny's physical strength provides
the economic basis of George's liveli-
hood. In addition to feeling affection
and caring for Lenny, George is
dependent on him. :

9. The disabled person as non-
sexual. Disabled people are almost
always portrayed as totally incapable
of sexual activity. Remember the song
“Ruby, Don’t Take Your Love to
Town” that was popular during the
Vietnam war years? A veteran begs
his lover not to let a war injury that

has incapacitated-him sexually come -

between them. A more common mani-
festation of this stereotype, however,
is omission of the sexual dimension
from characterizations of people who
are disabled. In fact, they are rarely
shown in a loving relationship of any
kind. The previously cited Detective
Ironsides is portrayed as having had
a love life once upon a time before he
was shot in the spine, and, thus, put
out of commission. His “old flames”
turn up occasionally to join him in
soulful reminiscences about their lost
love, but nothing’s happening in the
here and now. (Again, although some
disabilities may limit an individual's
sexual activity, the assumption that
disabled people are non-sexual beings
is false and unreal.) Interestingly,
shows are beginuiny; to appear on TV
that in some ways counter this
particular stereotype. “‘Other Side of
the Mountain,” the story of Jill
Kinmont, is a particularly honest
film.

The flip side of this stereotype is the
portrayal of disabled persons as sex-
starved or sexually degenerate (comic
books are particular offenders here).
Another curious reversal is that men
with certain mild disabilities—
especially ones sustained in war—are
often viewed as exceptionally brave
and/or sexy. This image has been
effectively exploited in the *“classic”
ads for Hathaway shirts featuring a
man with an eye patch (this cam-
paign, first used in the 1950's, has
recently been revived). Lord Nelson
and Moshe Dayan are reallife exam-
ples. In a macho society, women

rovided by ERI
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Avoiding Handicapist Stereotypes:
GUIDELINES FOR WRITERS,
EDITORS AND BOOK REVIEWERS

The guidelines below were prepared by the Center on Human Policy, the
Center for Independent Living in Berkeley, Disabted in Action of Metropolitan

New York and the Council on Interracia

1 Books for Children. They arc offered as

suggestions to assist authors, editors, reviewers and readers in counteracting the
common stereotypes about disabled people that are outlined in the article,
“Media Portrayals of Disabled People: A Study in Stereotypes,” beginning on

page 4.

e Shun one-dimensional characterizations of disabled persons. Portray people
with disabilities as having individual and complex personalities and capable of a

full range of emotions.

e Avoid depicting disabled persons on

ly in the role of receiving; show disabled

people interacting as equals and giving as weli as receiving. Too often the person
with a disability is presented solely as the recipient of pity.

e Avoid presenting physical characteristics of any kind as determining factors
of personality. Be especially cautious about implying a correlstion between

disability and evil.

e Refrain from depicting persons with
entirely _appropriate to show disabled

population or cast of characters. Most disabled peopie are able to particip@téin T

disabilities as objects of curiosity. it is
_people as members of an average

all facets of life and should be depicted in a wide variety of situations.

o A person's disability should not be ridiculed or made the butt of a joke. (Blind
people do not mistake fire hydrants for people or bump into every object in their
path, despite the myth-making of Mr. Magoo.)

e Avoid the sensationatl in depicting disabled people. Be wary of the stereotype
of disabled persons as either the victims or perpetrators of violence.

¢ Refrain from endowing disabled characters with superhuman attributes. To
do so is to imply that a disabled person must overcompensate and become super-

human to win acceptance.

e Avoid a Pollyanna-ish plot that implies a disabled person need only have "the
will" and the “right attitude” to succeed. Young readers need insights into the
societal barriers that keep disabled people from living full lives—systematic
discrimination in employment, education and housing inaccessibie transporta-
tion and buildings, and exorbitant expense for necessities.

¢ Avoid showing disabled people as non-sexual. Show disabled people in loving
relahonships and expressing the same sexual needs and desires as non-disabled

people.

RE

similarly disabled are not seen in
such a glamorous light.

10. The disabled person as in-
capable of fully participating in
everyday life. This stereotype is
mainly one of omission in that dis-
abled people are rarely shown as
integral and productive members of
society—as part of the work force, as
functioning members of families, as
students or teachers, etc. The absence
of such portrayals feeds the concept
that disabled people are inferior
human beings who should be segre-
gated (a concept that fortunately
seems to-be on the way out). Movies
like “Charly” and “Larry,” about
mentally retarded people, reinforce
this concept. Charly is presumed to be
incapable of doing anything except

Sl TR

sitting on a park swing. Larry is
reintegrated into society only when
it's discovered that he isn’t retarded—
the implication being that retarded
people are hopeless dependents who
require lifelong institutionalization.
Regular inclusion of disabled people
as participants in society would lend
emphasis to the extremely wide range
of things they can do, rather than to
what they cannot do. O
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From: Mainstreaming Pre-schoolers

by the Head State Bureau

for helping handicapped
children to perform as
much as possible like other
children their age. |
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- * What Does

Mainstreaming
Mean?

““Mainstreaming’’ means helping
people with handicaps live, learn, and
work in typical settings where they will
have the greatest opportunity to ‘
become as independent as possible. In
Head Start Erograms, mainstreaming is
deﬁggg :}?ﬂ the in atiox;l:rfldhiandll';ed
ca dren and non- ca
ch?ldren in the same classroom. ﬁ gives
handicapped children the chance to join
in the ‘‘mainstream of life” by including
them in a regular preschool ience,
and gives non-hlandicap chil gren the
opportunity to learn an w by expe-
n%ncing the strengths and weaknesses
of their handicapped friends.

However, mainstreaming involves
more than simply enrolling handi-
capped children in a program with non-
handica children. It calls for help-
ing handicapped children to perform as
much as possible like other children
their age. Definite steps must be taken
to ensure that handicagped children
participate actively and fully in class-
room activities. As a Head Start
teacher, it is your role to take these -

steps.
Mainstreaming is not new to Head

Start. Since its r, Head Start
pro have included handicapped
chil in classrooms with non-

handicapped children. The Economic
%%ortunity Amendments of 1972
(Public Law 92-424) required that ten
percent of the Head Start enrollment in
the nation be handicapped children.
Two years later, the Head Start, Eco-
nomic Opportunity, and Community

Partnership Act of 1974 required that,

by fiscal year 1976, not less than ten

percent of the total number of enroll-

ment opportunities in Head Start pro-

ﬁms in each state be available to
dicap

recently,

children. And most
blic Law 94-142, the Educa-

independent adults.

tion for All Handica&ped Children Act,
has mandated that the public schools
provide “free, appropriate education” in
the “least restrictive setting”’ for handi-
capped children from 3 to 21 years of
age. Thus, mainstreaming has become
an important and well-accepted
approach in the education of young
handicapped children.

It is the function of Head Start pro-
grams to: ‘

serve handicap,
integrated se

children in an

or mainstream
environment with other children;
mvideforthespednlneedsofthe

dicapped child; and work closely

with other agencies and organiza-
tions ing handicapped' children

- in order to i ﬁfyhnndicaugf)ed
children, and provide the full range
of services necessary to meet the
child's developmental needs.
(Head Start Transmittal Notice 75.11 — 9/11/75.)

Research on children has shown
over and over that the early years of
life are critical for learning and growth.
It is during this time that children’s

itive, communicative, social, and

emotional development can be most
influenced. If ial needs are recog-
nized and met during these years, hand-
icapmgxﬂdren have a much bet-
ter of becoming competent and
landicapped
youngsters who are given the opportu-
nity to play with other children in the
Head Start classroom learn more a*>out
themselves and how to with the
give-and-take of everyday life. This is
one of the first Bsteps toward developing
i ence. By participating in regu-
lar preschool settings that are able to
provide for special heeds, with teachers
who know how to adapt teaching tech-
niques and activities, children with spe-

ial needs will truly have a “‘head start”
in achieving their potential.
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" Benefits of
- @Mainstreaming

There are many benefits to main-
streaming — benefits that affect both
handicapped and non-handicapped chil-
dren, as well as their parents and
teachers.

Mainstreaming Helps

may be the first time in their lives that
they are to do for themselves
the things are capable of doing.

Working and playing with other chil-
to strive for greater achievements.
‘Working toward greater achievements
helps them develop a healthy and posi-

tive self-concept.

- Mainstreaming Helps

Non-handicapped
Children
Mains ing can help non-

‘to and be comfortable with indi-
vidual differences among people. Stud-

/

ies have shown that children’s attitudes 6
toward handicapped children can -
bewmet.he rxxot'e_faostj)t:i;;fa when -theyther have
o%;um by regu-
larly. ° ] that psed chil-
dren, just like themselves, can do some
things better than others. In a main-
stream classroom, they have the opgr-
tunity to make friends with many dif-
ferent individuals. -

Mainstreaming.
Helps Parents

paren

to think about their child more
istically. They will see that some of
phebehavmrthgyargﬁxfanedciti)lout
is probably typical o oung chil-
dren,notjustchﬂdrenmthhandicaﬁt
In these ways, parents come to feel bet-
ter about their children and themselves.

Mainstreaming
Helps Teachers

Mainstreaming also has advantages
for you. You have the chance to make a

S aiens
m . yﬁm
working with a with ial needs

mé'ustasusefulwithnm- icapped

who have minor weaknesses in
the same areas. In fact, many of the
most effective i

handmpgd‘ children is a chance to
broaden your teaching and per-

sonal experience.




* How Is |
Mainstreaming
Carried Out?

Mainstreaming can be carried out in
a variety of ways. How you decide to
mainstream a i handicapped
child will depend upon the child’s
st.rex;ﬂ.(l:s, weaknesses, and needs, and
will depend upon the parents, the
staff and resources within your pro-
gram, and the resources within your
community. As you know, every child
is an individual with different needs
and abilities. This is just as true for
handicapped chi : i a

road range of behavior and abilities.
Some handicapped children may

thrive in a full-day pro, with non-
handicapped chxlti'en. &?rs will do

- best in a mainstream environment for
only part of the time, attending special .

or staying at home for the rest

of the day. For still others, mainstream-
ing may not be the most helpful
approach. The principle to follow is that

- handica children should be placed
in the “ restrictive environment.” -
This means that the preschool experi-

ences of handica children should be
as close as ible to those of non-
handicapped children, while still meet-

ing the special needs created by their
handicaps. The “least restrictive
environment”’ should be individually
determined for a particular child at a
particular time, and reassessed on an
ongoing basis.

; Mainstreaming people. wo;lg\:)glves the efforts
of many ing as a team —
teachers, the child's parents, Head
Start staff (in health, education, handi-
cap, parent involvement, and social
services), other specinlistguﬁroviding
consultant services on a full- or ;élart

- time basis, agencies serving han

capped children, and the public
. schools in the community. The identi-
fication, development, and coordina-

"tion of this team effort is both a chal- -

lenge and a critical requirement in

meeting the needs of a handicapped
child. :

As you and your pro staff get
to know each child, as you work
with the child’s parents specialists

}
in your community’s agencies and puk-
lic schools, you beablebodecise

what is best for each child. This book
lescuil 2 :

ing impaired
by the parent/Head Start/specialist
team in order to provide the best pro-
for both handicapped and non-
dicapped children. |
This book discusses hearing impai
ment and how it affects a child’s -

munication as the mama;:lrgblem for a
how problems with communication
affect other areas of development (see
Chapter 3). It also considers why a
hearing impairment presents more seri-
ous communication problems for some
children than for others, and how the
seriousness of a child’s problems relates

‘to mainstreaming decisions. (See Chap-

ter 4, page 38, for a discussion ef- -
what to consider in mainstreaming a
hearing impaired child.) ° |
S%eclﬁ' c teaching techniques for use
with eanggalmpmredchﬂdrenamsug-
gested in pter4forteachmgh’ .
out special training Tlx‘:ost ique artx;'l
suggestions given are a ria
forachﬂdwgloﬁmcﬁonsasmf
. As defined in Chapter 2 (page
12), this child can use his or her hearing
for the ordinary purposes of life and
may or may not use a hearing aid. This
book cannot you teach a child who
ofines o Chapcer 2 (page 12)'
in r ge 12) as una-
bleto?;sehmorh:‘lllf:: with or
without a e ordinary
purposes of life. of the
child’s degree of ing loss, he or she
must have already some use-
understanding, talking in o
benefit from a mainstream classroom.

a;




The potential to improve on these skills
is thege. ?ﬁmainstreaxptyclassmom
'provx es daily opportunity to encoura;
the growth of these skills. A g

Suggestions are also given for how
to refer a child with more serious hear-
ing and communication problems to the
proper ialists and/or to a more
appropriate educational setting.

What Is |
Your Role in

‘Mainstreaming?

This book approaches mainstream-
ing from the standpoint of child devel-
opment. It emphasizes the importance
of seeing handicapped children first and
foremost as children, with the same
needs all children have for love, accep-
tance, ration, and a sense of com-

ce. By understanding how all chil-

develop and learn you can better
understand the effects of a particular
handicapping condition. For example,
ce of hearing for

languas: learning will help you under-
stand the effects of hearing impairment
t of communica-

on a
his or her

| _meets the needs of each child in

You can then use this know! to
plan a rppriahe actm:&s foh;'dg;ﬂding
s strengths working on
weaknesses.:

The teaching techniques and sugges-

tions provided mI this book are designed
to help develop skills in particular areas
of development — pri isteni
understanding,
tionally,

tive, social, and emotional
skills — and can be used with any child

or group of children in your classroom,
wbethexl')th handea
handica;

‘are or non-

' Asateacher,yourroleinmaiﬁ-

streaming includes:

o developing and uttingintoéffect
an ifdivi unhzegpmgnmtht

the classroom, incl the special
needsofachﬂdwi:gi:%-ndlap
ping condition .
working together with the ts
of a handicapped child so that
learning situations that occur in
“your classroom are reinforced by
the parents at home

e arranging referrals through your
handicap coordinator or socyinl serv-
ices coordinator for diagnostic
evaluation, if you feel a child has a




o plmpetbe i ety | Where to Go ®
In carrying out this role, there are ' for Help |

many resources that can be tapped to
assist you. Later in the book will

be described in more detail, but they Themiaare:panyresmrcesywcaﬁ
are summarized on the following chart. for help with a handicapped

child.
s "Take advantage of these resources b
Fordetaiﬁd

actively eealnn% them out.
information on Head Start and other

resources in your area, see Chapter 6.
'« For detailed information on national
fessional aut

pro | parent associations

and other organizations, and a list of

kelpful materials, see Chapter 7.

f‘l"r',‘; - -?‘."‘,..\uﬁ_ X ;', “"W%"' %
'S T gy
- | People
T Public schools Head Start staff
Community agencies Child’s parents
. Colleges and universities Specialists
s Hospitals and clinics Public school teachers
% State Department of handicapped children
- .7 of Education Resource Access Projects
w o v ? ‘,.' o}
A y "7
"
. Librariee
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About Disabilities *

N
A
There are some who say that the disabled child is simply like any other
child. There's almost no difference, they argue. They'd rather not notice.

Others point only to difference,suggesting that disabled childrep might
be better off with their own kind. It's not the child's fault, they add,
it's just too bad. They notice too much.

+

Among the various special needs of disabled children, none may be more
pervasive, more special, than the need to be understood. Certainly none is
more beyond the disabied child's individual ability to control. For, in the
face of those who #ay not see, hear, walk, speak or understand as well as
other, we pile obstacles of mystery, misconception and misunderstanding.
The irony 1s indeed cruel.

Unfortunately, most children do not have an oppurtunity to learn even
basic information about disabilities. Instead they learn by omission. And °
what they learn are the great myths. When we interviewed hundreds of school
children about disability issues, we found out that non-disabled children
tend to think that their disabled peers are sad most of the time. When
asked what occupations disabled people will have, children told us about
"blind newspaper stand operator," "deaf printers," and otHer stereotypes.
(It was a refreshing surprise to find that one child drew a colorful
picture of a person in a wheelchair located on a scaffolding near the top
of a high-rise building, washing windows.) Children also told us that they
think disabled children are actually "sick'. These are some of the myths

that we want to help overcome. - -
We present some brief information about disabilities to help deflate the
major myths about disabilities,,no; to create or confirm theg. Labeling

of name-calling. It almosfj;iways leads to stereotyping and/or over-
simplification; it is inhibiting and damaging not only to the "tagged"
person, but also to the "tagger' who, presumably non-disabled, is
oblivious to the disabled person's context and reality. Labeling encou-
rages generalizationa and fosters the lumpirg or categorizing of people
within a context of deficiency, rather than capability. People with the
same disability are almost always very different from each other, in the
same way that any persorn. is different from another person. But labels
tell us the opposite.

So we offer our comments on the major types Jf disabilities with misgivlngs.
We do not want to make 1t seem that people who have disabilities are a
particular kind of people, set apart from otBers. On the other hand we
think that it is importagt for all people to know some basic things about
disabilities.

* From the bonk: What's the Difference? ‘Teaching Positive Attituden
Toward People with Disabilities, by ZFllen Barnes, Carol Bbf;hiﬁ{fﬁﬁ

Douglas Biklen
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Children, schoolmates, peers want and need to know. Yet they themselves g
have been damaged by the "mystery and mockery" surrounding disabilities. ‘
to compensate, they need their questions answered honestly, directly,

seriously. But, most of all, they need the chance to observe and emulate

adults who are, themselves, conserned and compassionate about and with

other people.

There are ongoing controversies conserning how various disabilities should
be grouped. For example, many consider epilepsy a health impaired, others
as a developmental disability. Some agencies consider autism a language
‘disorder, othersclassify it as a kind of emotional disturbance. Still other
question the usefulness of the term altogether. We do not defend any of
the categories which are identified in this manual. We have simply used
the current classification as defined by the Bureau for the Education
of the Handicapped.

<
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BEING AT EASE

WITH HANDICAPPED CHILDREN

Fact Sheet

What to focus on?

For years handicapped people have been sogregated from
the rest of society as if they were truly different from non-
handicapped people. Because of such federal legisiation as
Public Law 94-142 (the Education for All Handicapped
Children Act of 1975) and Section’ 504 of the Vocational
. Rehabilitation Act Amendments of 1973, individuals who
have handicaps are being integrated into the mainstream of
education, empioyment, and community activities. It is sad
that attitudes cannot be legisiated too, but fears and anxieties
toward those who are different cannot be decreed ilegal. It is
hoped that the present generation, growing up in situations
where people with handicaps are a natural part of school and
community kife, will put to rest forever the notion that people
with handicaps are "di‘ferent.”

However, for those people who have never known a handi-

capped person, and are suddenly faced with the new experi- -

ence of having a disabled child in their classroom, scout
troop, or community activity, it heips to focus on the fact that a

child with a handicap is a child first. A child with'a handicep

has many attributes, such as brown hair, brown eyes, a tumed
up nose, an inability to hear, and so forth. By thinking of a
child's disability as just one of hia many characteristics, the
anxiety often anticipated when a youngster with a handicap is
scheduled to join a program can be greatly reduced.

What special treatment should be given?

Children with handicaps need to be treated, as much as pos-
sible. like any other child. It is unfair to the child when he or
she is not allowed to compete. The world at large is mainly

inhabited by people with the ability to see, to hear, to speak,’

and to move about freely. Children with handicaps need to
practice meeting the standards of the "normal” world while
they are growing up 30 they can gain confidence and inde-
pendence.

How can one heip but feel my for chlldun with handi-
caps?

If you perceive the disabled child as someone to be piﬁed.

someone from whom little should be expected or demanded,

probably littie will come. If, on the other hand, you expect the
child to succeed and grow, to leam {0 act independently, then

* chances are good that the child wil become a successiul,

growing, independent student.

How should frustrations or temper tantrums be handled?

Such problems shouid be handied the same way they woulc
be handied if the child did not have a handicap. it is easy to
assume that disabled peopie exist in a continuous stete of
frustration. This is not true. Of course disabled children may
feel frustrated at times. These frustrationa should be handied
with good sense, remembering that a certain amount of
frustration is healthy and promotes growth but that too much
frustration can be defesting.

How should you respond to everyday accomplishments?

it is a joy to sge a child with a handicap able to do the same
things that other children do, such as read, play on the jungle
gym, or go through the lunch line. it is important, however, to
distinguish between accomplishments that are attsined with
about the same degree of effort ‘that is required from most
children, and those accompiishments that really represent a
challenge to the handicapped child. If people react to ordinary
accomplishments that were not particularly difficult to attain
as if they were extraordinary, children can develop unrealistic

views of themselves——asither an infiated view of their capa- -

bilities and accomplishments, based on the continual amaze-
ment elicited from others, or a deflated view, based on the
obviously limited expectations others hoid for children with
handicaps. On the other hand, encouragement and reinforce-
ment should be expressed when youngsters accomplish
tasks made difficult by their specific disabilities, for example,
dressing for a child with cerebral palsy. .

How much help should be gliven?

One of the benefits of mainstreaming is that children can heip
their dissbled classmatss. But too much help can become a

. hindrance if it robs the child of opportunities to leam and prac-

tice independence. Generally if a child cannot handie some



procedure or material, she or he should be taught how to do it
if at all possible.

Do children with communication problems aiso have prob-
lems in thinking?

One disability that peopie have trouble coping with invoives
speech and language. Whether the communication impasir-
ment resuits from a physical disability such as cerebral palsy
or a speech handicap such as stuttering, the listener tends to
anticipate what the disabled person is trying to say and not
allow the person the time she or he needs to communicate. it
is easy lo mistakenly perceive peopie who have severe com-
" munication dissbilities as also. having impaired intelligence.
because of their simple, poorly articulated .speech. It is a
natural tendency to respond to this kind of language pattern
with a simplification of your own speech. This should be
avoided Individuals who have probems expressing them-
selves. uniess they are also hearing impaired, generally have
no problem understanding normal. complex language.

isn’t there anything special that needs to be dono‘{

‘There are special considerations that can be helpful to
chidren with specific disabilities. For example, keep in mind
ihat children who have, visual impairments depend on what
they hear and touch to bring them information about their
surroundings. Provide opportunities for visually impaired chil-
dren to handie things that children with normal vision can
simply look at. It is also helptul to describe new people,
things. and events as they come into the child's environment.
Aliow time for the child tg ask questions about what is going
on.

Children who have heanng impairments or who are deaf
must depend on sight for most of their knowledge. Make sure
the hearing impaired child can see the face of whoever is
speaking, since many cues are picked up through lipreading
and facial expression. Arrange for seating near the teacher or
leader. Do not assume that a youngster understands you just
because you have his or her attention. Ask whether you have
been understood.

Children who have a mental retardation problem can get
slong better when directions are short and clearly stated.
Break down tasks into a series of steps that can be com-
pleted in sequence. Maintain a routine, teach new proce-
dures, snd give time for practice.

Youngsters with orthopedic impairments should be asked
whether they need heip and, if 80, what kind. Do not assume
the child needs more heip than he asks for.

Note: Much of the information in this fact shegt was based on
"Questions Teachers Ask,” a chapter in the publication,
Supporting Visualy impaired Students in the Mainstream, by
Gienda J. Martin and Mollie Hoben, 1977. Available from: The
Council for Exceptional Children, 1920 Association Drive,
Reston VA 22091.($3.00)

RESOURCES

People . . . Just Like You: About Handicaps and Heandi-
capped People (an Activity Guide). The activity guide contains
24 suggested activities to improve the understanding and at-
titudes of children in grades K-12 toward persons with handi-
caps. Available trom: Committee on Youth Develor-ient, The
President’'s Committee on Employment of the Handicapped,
Washington DC 20210. (Free)

TEACHING Exceptional Children in AN America's Schools—A
First Course far Teachers and Principals, by Maynard C.
Reynolds and Jack W. Birch, 1977. Describas the bahavior
characteristics of children with various disabilities; explains
the physical nature of the impairment; and provides sugges-
tions on how to teach chiidren who have different handicaps.
Available from: The Council for Exceptional Children, 1920
Association Drive, Reston VA 22091.(315.00)

What's the Difference? Teaching Positive Attitudes Toward
People with Disabilities, by Eflen Barnes, Carol Berrigan, and
Douglas Bikien, 1978. A book of activities for aduits and
children that fosters contact. empathy, information and
responsive behavior toward disabled people. Available from:
Huroan Policy Press. P.O. Box 127, University Station, Syra-
cuse NY 13210.($6.00)

N

IER é] A product of The ERIC Clearinghouse for Handicapped and Gifted Chilcren
1820 Association Drive, Ragton, Virginia 22091
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Professional Disciplines: Roles & Responsibilities . .
° P ° P Educaticnal Materials

Sylvia Richaruson, M.D. Notice: This Material May
Be Proicc:iza By Cepyricat
Law (Titi2 17, U.S. Ceode)

Early identification and remediation of children with handicapping
conditions often requires a multidisciplinary approach, including rep-

resentatives of pediatrics, neurology, psychology, speech-language

- pathoclogy, speciél education, and frequently psychiatry. The physician

muet understand the unique contribution of each discipline. It is
generally the responsibility of the'physician to integrate the reports
from related specialists and to interpret the integrated formulation to

parents in terms they can understand.

ﬁsychologist - Licensed

A psychologist cnnducts screening, diagnosis, and treatment of people
with social, emotional,.psychological, behavioral, or developmental
problems. There are many different kinds of psychologists. A child
with school problems would probably be seen by a school psychologist
or a child psychologist.

Psychologists may ask children questions, observe them at play, ask
the parents questions, and observe the children interacting with the
parents. They may choose to administer standardized tests to assess
children's cognitive abilities, academic skills, and adaptive behavior
(ability to use language, to play with others, and to do things

independently). Psvchologists sometimes use play activities to under-

stand and treat children. At times these speclialists may want to talk
with the whole family to help with problems they might have concerning
a particular child. Psychologists can also help to determine appro-
priate educational programs and activities. :

Audiologist - Licensed and/or Certified

An audiologist conducts screening and diagnosis of hearing problems,
and may recommend a hearing aid or suggest resources for people with
hearing handicaps.

The audiologist can also be called upon to answer questions in the
following areas: the nature of a.child's hearing loss, what the child
can and cannot hear or perceive, the usefulness of a hearing aid, the
care of a hearing aid, and the availability of special programs for
children with hearing impairment. ‘ '

Tu:



Speech-Language Pathologist - Certified and/or Licensed
L J

A speech-language pathologist conducts screening, diagnosis, and
treatment of children a-.4 adults with communication disorders.
This person may also be cz!led a speech clinician or speech
therapist. ‘

The speech-language pathologist will also assist parents, teacher:
and other specialists by providing information about the nature aid
process of language acquisition and by working with them to estab ist
a setting in which the child will have a maximum opportunity to lcarn
these skills and where obstacles to learning will be minimized. ~he
speech-language pathologist is by traiuing equipped to deal with both
speech (articulation, voice and fluen'y) and language problems.

Nutritionist

A nutritionist evaluates a person's food habits and nutritional status.
This specialist can provide advice about normal and therapeutic
nutrition, and information about special feeding equipment and techni-
ques to increase a patient's self feeding.

Occupational Therapist - Licensed . ' ‘

An occupational therapist evaluates and treats children who may have
difficulty performing self-help, play or school-related activities, with
the aim of promoting self-sufficiency and independence in these areas.
Evaluation and therapy for sensory integration is also provided.

Physical Therapist - Licensed

A physical tncrapist evaluates and plans physical therapy programe )
and directs activities for promoting self-sufficiency primarily related
to gross motor skills such as walking, sitting, and shifting position.
He or she also helps people with special equipwent used for moving

such as wheelchairs, hraces and crutches.

Social Worker

A social worker provides seivices for individuals and families exper-
iencing a variety of emotionaj or social problems. This may include
direct counseling of an individual, family or group; advocacy; and
consultation with preschool programs, schools, clinics, or other social
agencies. '

-

Optometrist

An optometrist examines the eyes and related structures to determine

the presence of visual problems and/or eye disease, and to evaluate

a child's visual development. She/he may also provide developmental .
visual-motor training.
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Special Education Consultant for Visualily Handicapped Children

Local, intermediate, county, or state department of education
usually employ a specially trained teacher of visually handicapped
children. This professional may be known as an itinerant teacher,
resource teacher, or teacher-consultant of visually handicapped
children. In most states this person is responsible for planning
and implementing long-range plans for visually handicapped children.

Special Edhcation Teacher of the Hearing Impaired

This special education teacher has advanced training in teaching
hearing impaired children. He or she evaluates and works with these
children in clinics, special schools, special classes, regular class-
rooms, or home settings.

In special classes, he or she works with hearing impaired children

to help them develop listening, speech, language, academic and social
skills. He or she may also instruct parents and teachers how to
communicate effectively with the child and how to encourage the
development of the child's own skills. ;

Special. Education Teachgz_for Learning Disabled Children

Specially trained teachers of learning disabled children are usually
employed by local, intermediate, county or state departments of
education. They function as L.D. tuitors, resource tutors, or special
' education teachers. In most states they are responsible for planning
and implementing long-range plans for learning disabled children.




Notes to Trainer: This section can be geared to trainees' level of
awareness. It would be helpful to invite local
specialists from various disciplines to field
questions.

Resources: - Local specialists

- Handouts. (Those attached are optional. You may prefer
others)




INFORMATION FROM . . . .

CLOSER LGDK

Box 1402
A Project of the Parents’ Campaign for Handicapped Children and Youth Washington, D.C. 20013

‘. INTO THE MAINSTREAM

Classrooms are changing. Now, for the first time, many children with
handicaps are working, learning, and playing side-by-side with their non-
handicapped peers. With the mandate of P.L. 94-142 that disabled children be
educated in the "least restrictive environment", youngsters who once would
have been placed in separate special programs are joining the education main-
stream.

Because this is a new experience for the children — and often for their
teachers — some information and preparation can be very useful. Teachers are
discovering that everyone can benefit from learning projects designed to teach
non-disabled children about life in a wheelchair, or without vision, or with-
out hearing. We would like to tell you of several "awareness" programs that
have been used successfully in public schools. They are relatively inexpensive,
easy to replicate, and adaptable to most school settings.

Programs

COUNT ME IN

The PACER Center

Parent Advocacy Coalition for Educational Rights
4701 Chicago Avenue South

Minneapolis, Minnesota 55407 -

Count Me Incteaches children about disabilities and about understanding handi-
capped children through trained volunteers, who present puppet shows about
handicaps to preschool and school age children. For more information on how
you can create a similar program in your community, write to PACER.

THE EXCEPTIONAL EXPERIENCE

Marilyn Machkowsky, Marla Colarusso, Co-Directors
Exceptional Experiences Resources, Inc.

Hogan Regional Center

P.0. Box A

Hathorne, Massachusetts 01937

Originally funded by the Massachusetts Department of Education to prepare for
integration of handicapped children, this program can be used with students,
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with teachers as in-service training, and by community groups. Handbooks and
other materials on producing awareness programs in schools are available.

“~

THE HANDICAPPED AWARENESS PROGRAM

Darline Handley

CCHC Program Coordinator

Coordinating Council for Handicapped Children
407 ‘South Dearborn Street, Room 680 .

Chicago, I11inois 60605

Informal presentations are given by people who have disabilities and talk with

student audiences about their limitations, their self-help skills and how they
cope with daily living. They also talk about their activities, special talents
and achievements, to round out a picture of disahled persons as people who can

be unacrstood, accepted, and appreciated as individuals. - Write to the Council

for suggestions on creation of awareness programs in your community.

LET'S BE FRiENDS

Team of. Advocates for Special Kids (TASK)
8100 Garden Grove Boulevard .
Garden Grove, California 92641

For elementary schools, the program team brings two dolls, one handicapped, « .
who are showr. in a play session.. They talk abéut the doll's disability and

play games, modifying them so that both dolls can participate. Afterward,

the children may examine some of the special aids that have been brought

along as exhibits, such as braille books or hearing aids. LET'S BE FRIENDS

includes a lecture series suitable for high school classes. An information

packet is also available.

Films

Most organizations concerned with handicapped people have annotated film
listings available free of charge. National offices of parent groups are also
a good source of film information. Although we cannot 1ist all the films on
awareness, we have found those below to be especially valuable. All the films
we have listed may be borrowed for the cost of return postage from: Handi-
capped Learner Materials Distribution Center, Audio-Visual Center, Indiana
University, Bloomington, Indiana 47405.

A DIFFERENT APPROACH. Useful for junior and senior high school students as
well as adults, this uses @ humorous film-within-a-film to make its point
.about hiring d:.ibled workers. To purchase, write: South Bay Mayor's Commit-
tee for Employment of the Handicapped, 2409 N. Sepulveda Boulevard, #202,
Manhattan Beach’, California 90266. May also be borrowed for the cost of
return postage from: Modern Talking Picture Service, 2000 L Street, N.W.,
Room 107, Washington, D.C. 20036. ’

»
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FEELING FREE. Based on the television series of the same name;-this has been
edited into fourteen-minute versions for classroom use. Disabled children

are shown playing games, enjoying recreational activities — and talking o
about what it's like to be handicapped. To purchase, write: Scholastic's
Feeling Free, 904 Sylvan Avenue, Englewood Cliffs, New Jersey 06732.

PEOPLE YOU'D LIKE TO KNOW. Ten short films that feature children with disa-
bilities, showing them at home, at school, and with friends. To purchase,
write: Encyclopaedia Britannica Educational Corporation, 425 North Michigan
Avenue, Chicago, I1linois 60611.

As mainstreaming brings more disabled children into regular classrooms,
and as they begin to be better acquainted with their non-disabled classmates,
there will be less need for special awareness efforts and programs. Mean-
while, they can go a long way toward smoothing the path for all concerned..

Qo , ) Loy Al-PF ‘
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® PUBLICATIONS - LIST

REGIONAL REHABILITATION RESEARCH INSTITUTE
ON ATTITUDINAL, LEGAL AND LEISURC BARRIERS

George Washington University
1828 L St., N.W., Suite 704
Washington, D.C. 20036
Phone: (202) 676-6377

The Regional Rehabilitation Research Institute on Attitudinal, Legal & Leisure Barriers
(RRRI-ALLB) 1is located at George Washington University, Washington, D.C. and is funded by
the National Institute of Handicapped Research, Dept. of Education. The RRRI-ALLB conducts
research and prepares materials for rehabilitation profescionals and the general public

on attitudes related to disability. The following list o publications can be useful to
both professionals and the general public in reducing attitudinal barriers toward people
with disabilities. -

The last page of this 1ist is yolur order form. Prices are subject to change without notice.
Payment must accompary your order. Sorry, we cannot discount bulk orders.

**% BARRIER AWARENESS SERIES **+

‘eries of booklets dealing with attitudes toward disability. Can be used independently
ror as a set. Each bcoklet focuses on a different set of attitudinal barriers. Written

for the general public. '

e THE INVISIBLE BATTLE: ATTITUDES & DISABILITY -- Attitudes of nondisabled people
toward disabled people in general. Price: $ .50 .

® BEYOND THE SOUND BARRIER -- Attitudes toward people with hearing impairment or
deafness. Price: $ .50 :

o FREE WHEELING -* Attitudes toward people who use wheelchairs. Price: $ .50

e COUNTERPOINT -~ Attitudes of disabled people toward nondisabled people. Companion
to The Invisible Battle. Price: § .50 :

o DIGNITY -- Attytudes toward people with mental retardation. Price: § .50

e OVERDUE PROCES3: PROVIDING LEGAL SERVICES TO DISABLED CLIENTS ~-- Attitudes of
legal professionals toward disabled people and how those attitudes affect a disabled
person's access to the legal system. Contains resource listings of relevant
Jjournals and o-ganizations. "Price: $ .50 -

® SENSE ABILITY --- Attitudes toward people who are blind or partially sighted.
Price: $ .50 .

o INSIDE OUT -- Attitudes toward people with hidden disabilities (e.g., epilepsy,
diabetes, cancer), Price: §$ .50 _
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**% ANNOTATED BIBLIGGRAPHIES ***

BLRMOUT AND THE SOCIAL SERVICE PROFESSIONS: AN ANNOTATED BIBLIOGRAPHY
(by Makas). 25 listings, 1980. Price: $1.20 ~

CLIENT & COUNSELOR ATTITUDES IN A REHABILITATION SETTING: A SELECTED
ANNCTATED BISLIOGRAPHY (by Makas). 59 listings, 1979. Price: $1.00

ATTITUDES & DISABILITY: A SELECTED ANNOTATED BIBLIOGRAPHY 1975-1977
(by Panieczkn). 83 pages, 1978. Price: $3.00

LAW & DISABILITY: A SELECTED ANNOTATED BIBLIOGRAPHY OF ARTICLES IN LEGAL
PERIODICALS 1976-1978 (by Topp & Cornelius). 20& listings, 1979. Price: $3.00

*x% GUIDES *+

A LISTING OF DISABILITY-ORIENTED CONSUMER AND SUPPORT ORGANIZATIONS
(by Cornelius). 87 listings, 1979. Price: $1.00

HANDBOOK OF FMPLOYMENT RIGHTS OF THE HANDICAPPED: SECTIONS 503 & 504
OF THE REHABILITATION ACT OF 1973 (by Hermann & Walker). Written for
the layperson. 87 pages + glossary. Price: $3.00

*%% SEXUALITY & DISABILITY *#*x -
\

WHO CARES? A HANDBOOK ON SEX EDUCATION AND COUNSEL.ING SERVICES FOR DISABLED
PEOPLE (by Chipouras, Cornelius, Daniels & Makas). 234 pages, including
resource appendices. Final report of the Sex & Disability Project. Written
for disabled consumers, counselors, service prOV1ders trainers, educators,
and administrators. 1979. Price: $10.00

SEXUALITY & CISABILITY: A SELECTED ANNOTATED BIBLIOGRAPHY. Second Edition
(by Cornelius, Makas & Chipouras). 413 14stings, 1979. Price: $2.00

N

*%% REPORTS *+

FOCUS ON RESEARCH: RECREATION FOR DISABLED INDIVIDUALS. Report of
national needs assessment on recreation related tc people with
disabilities. Includes research topics and background information.
165 pages, 1980. Price: $4.00

REHABILITATION COUNSELOR-CLIENT STUDY: FINAL REPORT (by Makas). An analysis
of a survey on rehabilitation client attitudes toward certain counse]or
characteristics. 56 pages, 1980. Price: $2.00

**% NEWSLETTER ***

RE: SEARCH -- A bi-monthly publication on various topics of interest to
the rehabilitation community and news about the RRPI- ALLB. Price: Free

Ly, _-- July 15, 1980




NAME :
-ADDRESS :

QUANTITY

ORDER FORM o

TME | o cesT

THE INVISIBLE BATTLE ATTITUDES & DISABILITY @ § .50

. BEYOND THE SOUND BARRIER @ $ .50

FREE WHEELING @ $ .50
COUNTERPOINT @ $ .50
DIGNITY @ $ .50
OVERDUE PROCESS @ $ .50
SENSE ABILITY @ $ .50
INSIDE OUT @ § .50

>

BURNOUT AND THE SOCIAL SERVICE PROFESSIONS: AN ANNOTATED
BIBLIOGRAPHY @ $1.00 ' 8-

CLIENT & COUNSELOR ATTITUDES IN A REHABILITATION SETTING: A SELECTED
ANNOTATED BIELIOGRAPHY @ $1.00 :

AT;ITUDES & DISABILITY A SELECTED ANNOTATEO BIBLIOGRAPHY 1975-1977
@ $3.00 'a '

LAW & DISABILITY: A SELECTED ANNOTATED BIBLIOGRAPHY OF ARTICLES IN
LEGAL PERIODICALS 1976-1978 @ $3 00 . _ N

A EISTING OF DISABILITY-ORIENTED CONSUMER AND SUPPORT ORGANIZATIONS -
@ $1.00

HANDBOOK OF EMPLOYMENT RIGHTS OF THE HANDICAPPED: SECTIONS 503 & 504
OF THE REHABILITATION ACT OF 1973 @ $3.00 . - . ‘ :

FOCUS ON RESEARCH: RECREATION EOR DISABLED INDIVIOUALS @.$4.00

WHO CARES? A HANDBOOK ON SEX EDUCATION AND‘COUNSEL‘NG 'SERVICES .FOR
DISABLED PEOPLE @ $10.00

SEéUALITv & DISABILITY: A SELECTED ANNOTATEO BIRLJCGRAPHY. 2nd. Ed.
@ $3.00 :

REHABILITATION COUNSELOR-CLIENT STUDY: FINAL REPORT @ $2.00

[

RE: SEARCH Subscription free.

“

Total Amount Enclosed

[ PAYMENT MUST ACCOMPANY YOUR ORDER *** CHECK PAYABLE TO: George thhington‘Uhiv.

SCND ORDERS TO: ' RRRI-ALLE Publications
1(<; 1828L St., N.W., Suite 704
- oS Washington, D.C. 20036




UNIT III: IDENTIFICATION
GOALS AND OBJECTIVES

~

identifying Childfen and Youth wich Handicappiné
Conditions - :

Purpose;

To examine indicators 6f handicapping conditions,'the need for
v coordinated services for disabled children and youth, and to - -
-foster positive attitudes toward disabled childrén and youth. -

\

4

Specific Objectives' . ¢

’

At the cdnclusion of this gession, participants should:

1. Recognize the need to be sensitive to and accept the need for-
early intervention strategies for children exhibiting handi-
capping conditions. -

2. Recognize the handicapping conditions included in PL 94-142.

a. Understand the difference between disabilities and
handicaps.

\

‘b. Understand the scopes of handieapping conditions to inciude:

. (1). severely handicapped
} (2) mildly and moderately handicapped
(3) high risk children and youth

3. -Recognize‘the indicators of the following handicapping conditions:

. Visual impairments

Hearing impairments : ! i :
Orthopedic impairfients

Speech impairments )

Mental retardation

Severe emotional disturbances

Learning disabilities - 1
Health impairments .

High-risk conditions °

O D LD O

\

4. Recognize and accept the nieed for coordinated services for
disabled children and youth." :




‘ ' | Unit III.

Identification
by

Anthony Bashir, Ph.D.

HANDICAPPING CONDITIONS: AND é.L. 94-142

But always the surest guarantee of change and
growth is the inclusion of living persons in
every stage of an activity. Their lives,
their experiences and their continuing

- responses - even their resistance - infise
with life any plan which if living participants
are excluded, lies on the drawing board and
loses its reality,

. ‘ : Margaret Mead
I. P.L. 94-142: Summary of Decision Model . . : .

‘ A. Referral: Referral is made specific to a set of chief
‘ complaints or concerns.
: 1. Consent for testirg from parent or legal guardian’
2. Decisions for assessments on the basis of chief complaint
or concerns.
3. Additional Assessments as may be requlred

B. Meeting of the Evaluation Team
1. sSharing of assessment findings
2. Integration of findings
3. Determination of the presence or absence of a handicapping
condition

C. Service Needs: The Individual Educational Plan
1. Educational Placement
2. Clinic-educational needs

D. -Individual is plaéed in the appropriate setting

E. The Individual Educational Plan is implemented
The Individual Educational Plan is reviewed

F. Annual Review
1. The Evaluation Team reconvenes
: 2. Information concerning present status of child is shared
‘ 3. Appropriateness of the Individual Educational Plan and

placement 1is discussed
4. Revision of the Individual Education Plan and Service Plan

G. Individual is placed in the appropriate setting

[
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IT. P.L. 94-142: The Handicapping Conditions

The following are considered handicapping conditions within the law

Deaf
Hard-of-Hearing
Mentally Retarded

Orthopedically impaired

Other health impaired '
Seriously Emotionally Disturbed
Specific Learning Disabilities
Speech impaired

Visually Handicapped

_~11I.-Some Aspects of Handicapping Conditions

A.

The Deaf and Hearing Impaired

"Deaf" means a hearing impairment which is so severe that the
child's hearing is non-functional for purposes of educational
performance" "Hard of hearing" means a hearing impairment,
whether permanent or fluctuating which adversely affects a
child's educational performance, but which is not included
under . . . deaf . . ." P.L. 94-142 :

1. Etiology
2. Classification of Hearing impairments

a. types
b. degree
c. age of onset

3. Assessment
4. Habilitation .

a. Early identification and early programs: Auditory
Approaches

b. Debate: Oral vs. Total Communication

c. Amplification

d. Speech and language Acquisition

e. Implications for learning in school: Program Options

f. Implications for psychological dev:elopment

g. Implications for life planning

(1) family
(2) peers

(3) vocation
\\ 5. Behavioral Indices for High Risk: Some things to consider

a. High Risk Indicators, e.g., Rubella, Anoxia, prematurity,
\ Rh-incompatibility, meningitis, encephalitis, etc.
“ b. Genetic: Familial History




| _

c. Fluctuating attention to sound or speech

d. History of chronic middle ear disease

e. Irritability - Hyperactivity

f. Decreased Localization Response
e g. Delay in onset cf language or developmental alteration

’ in language and speech acquisition ;
i. Variability in response to speech from group to
individual setting

B. Mental Retardation

"Mentally Retarded” means significantly subaverage general
intellectual functioning existing con-~urrently with deficits
in adaptive behavior and manifested during the developmental
period, which adversely affects a child's educational per-
formance" P.L. 94-142 ’ '

1. Definition: Marks the necessity of three criteria in
determining mental retardation, i.e.,

a. impairment of intelligence
b. The manifestation in the "Developmental Period"

‘ . _ ¢. Impairment in adaptive behavior, i.e., Learning
Skills. Social realization, economic independence/
dependence

Classification: Must consider these areas in individual
planning and programming needs

2. Etiology

a. Genetic Causes

b. Pre-natal, neonatal, postnatal problems
c. Infectious Diseases

d. Nutritional aspects

3. Classification

a. Range of Severity
b. Differential Aspects of Deviant Functions

(1) Cognitive skills
(2) Judgement and reasoning
(3) Self-help skills
(4) Motor abilities
(5) Communication skills
(6) Socialization
(7) Academic learning
‘ {8) Family-Environment interaction

ERIC
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4. Assessment

a. Assessment of an individual for the determination of
mental retardation is by nature complex and requires
the use of a multidisciplinary approach

b. Instruments of intellectual assessment and the problem

. of culture-free testing '

c. The sociological implications of assessment

5. Educational management

a. Mainstreaming and other educational provider models,
e.g., self-contained, resource rooms, tutorials,
special therapies, etc.

b. The family setting

c. Social aspects of educational management

d. Vocational Issues

6. Behavioral Indices for High Risk: Some things to consider

a. High Risk Indicators (See Etiology B,2)

b. Delayed acquisition of motor milestones

c. Delayed acquisition of speech and language skills

d. Inconsistent patterns in the development of
attention skills, eye-hand coordination activities,
comprehension of language, significant reduction in
sentence production and vocabulary growth, etc.

e. Decrease rate and effectiveness in academic learning

Oithopedically Impaired

e

"Orthopedically impaired" means a severe orthopedic impairment

~ which adversely affects a child's educational performance. The

term includes impairment caused by congential anamoly (e.q.,
club foot, absence of some member, etc.), impairment caused by
disease (e.g., poliomyelitis, bone tuberculosis, etc.) and
impairments from other causes (.e.g, fractures of burns which
cause contractures, amputation, cerebral palsy, etc.)." P.L.
94-142.

There is a need to clearly identify the differences among the
disabilities described under the collective term "Orthopedically
impaired". The areas of functioning such as sensory, intellectu-
al, motoric, emotional and school growth are differentially
involved. Consequently, care must be taken in the assessment

and educational planning for a child with, for example, clubfoot
and the child with significant non-progressive central nervous
system disorder as manifested in the child with cerebral palsy.

1. Etiology

a. Embryo dysgenesis
b. Prenatal, natal, post-natal events




2. Classification

a. Type of impairment

b. Specification of site of involvement

c. Specification of impairment in terms of impact
on

(1) Acquisition of motor patterns

(2) Kind of movement disorder

(3) Effects on postural tone and
postural stability

(4) Effects on range of motion

(5) Effects on the acquisition of functional
motor skills and independence of motor
based functions e.g., walking, feeding,
pressing, writing, etc.

d. Severity as a function of independeﬁce and
constraints on a development of independence’

. e. Age of onset

3. Assessment: The determination of need must be by a
multidisciplinary team in which integration of medical,
clinical and educational assessments occurs. Those
individualsproviding assessments should be chosen on
the basis of professional training and experiences with
individuals evidencing a diverse range of orthopedic
conditions.

4. Habili tation

N a.” Early Intervention Programs: the need for having
holistic approaches to the problem, especially with
cerebral palsy and spina bifida

b. Accomodation needs

(1) Physical needs, brauna and prosthetic
applicances

(2) Motor planning training and facilitation

(3) Adaptive equipment and adapting of
equipment

(4) Environmental, e.q., toileting, feeding,
grooming

(5) Architectural accomodations

(6) Augmentative Communications Systems

‘ c. Curricular needs and provider models
d. Social-vocational needs and appropriate planning
e. Planning for disruptions in educational process
due to need for medical-surgical intervention

‘ , 115
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5. These conditions are a result of congenital anomalies, ' ‘ ‘
accidents or as a result of disease processes and are
known form birth, early infancy or noted as a consequence
of severe illness '

6. The above discussion will aslo apply to those children
with "other health impairments'. An approach which inte-~
grates the unique and differing ways various diseases affect
a child's life and consequently his/her availability as a
learner must be used. There is a need frequently to review
a child's status as aspects of disease impinge upon life.
The impact of chronic illness and acute episodes must be
realistically managed in all aspectsof a child's life with
family, school and social attention.

D. Seriously emotionally disturbed.

*Seriously emotionally disturbed" means a condition exhibiting
. one or more of the following characteristics over a_long period

of time and to a marked degree: an inability to learn which

cannot be explained by intellectual, sensory, or health factors;

an inability to build or maintain satisfactory interpersonal

relationships with peers and teachers; inappropriate types of

behaviors or feelings under normal circumstances;*a geneval or

pervasive mood of unhappiness or depression; or a tendency to

develop physical symptoms, or fears associated with personal

or school problems. The term includes children who are schizo- ‘

phrenic or autistic. The term does not include children who

are socially maladjusted but not emotionally distrubed". P.L.

94-142.

1. Etiology

a. Genetic
* b. Biochemical basis
c. Environmental/Interactional Basis

2. Classification

a. Severity: as a function of perceived social and’

inter-personal deviancy and loss of functional

independence ‘
b. Types: Ranging from chronic anxiety, depression,

aggression , autism, schizophernia. . ’ .
c. Age of onset

3. Assessment:

a. To establish current levels of functioning, e.g.,
cognitive, emotional, academic, and social
b To evaluate maintaining factors that interfere
with the person's resolution of conflict . '

-
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c. To determine the appropriate milieu for the individual
that will facilitate emotional and cognitive growth

4. Habilitation

a. Mileau setting; residential setting; other service
models

b. Psychiatric/Psychological Therapy

c. Work with the family

5. Behavioral Indices of High Risk: Some considerations

a. The inability to relate or enter into reciprocal
activities

b. The deterioration of family relationships

c. The inability to establish or the deterioration of
peer relationships ,

d. Inappropriate or bizarre content of communication

e. Behavioral Disruption, e.g., significant aggressive

behavior, disruption in sleep patterns, regression in

bowel and or bladder control, significant changes in

feeding behavior

Irrational or exagerrated fears

g. Periods of unexplained saddness, crying, or withdrawal
or lethargy '

h. Periods of agitated behaviors, e.g., inattention,
preoccupation (day~dreaming), distractibility
Periods of "ritualistic" behaviors

j. Inability to tolerate change or alteration of
routines, i.e., over reliance on routines

k. excessive use of substances

Hh

Specific Learning Disabilities

"Specific Learning Disabilities means a disorder in one or
more of the basic psychological processes involved in under-
standing or or in using language, spoken or written, which
may manifest itself in an imperfect ability to listen, think,
speak, read, write, spell or to do mathematical calculatiomns.
The term includes such conditions as perceptual handicaps,
brain injury, minimal brain dysfunction, dyslexia and develop-
mental aphasia. The term does not include children who have
learning problems which are primarily the result of visual,
hearing, of motor handicaps, of mental retardation, or of
environmental cultural, or economic disadvantages." P.L. 94-~142.

lLearning disabilities 1s a generai term that refers to a group
of differing disorders. These disorders are realized as




significant difficulties in the acquisition and use of ‘
one or more of the following function®i listening, speaking,

reading, writing, reasoning and mathematical abilities.

Individuals with such disabilities may also evidence problems

in their quality to self-regulate behaviors and demonstrate

altered patterns of social perception and social interaction

(NKLD: Position paper on Learning Disabilities: Issues on

Definition, 1981).

2

v

1. Etioloéy

a. Genetic factors

b. BAnatomical differences of the central nervous
system (CNS)

c. Neuromaturational delay

d. Neurochemical/metabolic imbalance

e. Severe nutritional deficiency

f. Trauma to the CNS and other acquired causes

2. Classification

a. Type of presenting disability
b. Severity of presenting disability

(1) Disorders of listening
(2) Disorders of oral expression ‘
(3) Disorders of written expression
(4) Deficits in acquiring basic reading skills
(5) Deficits in reading comprehension
‘ (6) Deficits in conceptual functioning and meaning

i . (7) Deficits in mathematical calculation

/ . Assessment

Assessment: The goal of assessment is the determination of
strength and weakness patterns and learning styles. As they
relate to the individual's learning disability. Provision of
assessment should be a multidisciplinary team.

\\// 4. Habilitation

’ a. Selection of appropriate educational setting, e.qg.,
mainstreaming with supportive services, self-contained
classroom, the use of the resource room

b. Specific therapies

c. Psychological/Counselling Services

d. Pre-vocational and vocational planning

5. Behavioral Indices of High Risk: Some considerations

a. Hisﬁory of inattention, distractibility, impulsivity.
b. History of hyperactivity , .

<
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c. DPresence of problems with eye-hand coordination
d. Problems in orientation and laterally
e. Presence of language disorders

F. Communication Disorders

"Speech impaired” means a communication disorder, such as
stuttering, impaired articulation, a language impairment,
or a voice impairment, which adversely affects a child's
educational performance.” P.L. 94-142.

1. Etiology: Disorders of communication have heterogenesis
etiologies.

a. Structural causes

b. Central and peripheral nervous systems basis

c. Sensory basis

d. cognitive basis

e. emotional basis

f. Mislearning as a basis

g. Environmental interaction as a basis 3

2. Classification
a. Types

(1) Resonance Disorders: Deficits arising from a
disruption in normal oronasal sound balance
and most commonly heard or heard as hyper-
nasality or hyponasality

(2) Voice disorders; Deviations in the quality,
pitch, or loudness of the voice. The basis
of these deficits may be physiological and/or
psychological in nature

(3) Fluencey disorders: Disruptlons in the
natural flow of connected speech. The most
common form of the disorder is stuttering.

(4) Articulation Disorders: Problems in speech
sound production

(5) Language Disorders: Disruptions in the person's
ability to comprehend and/or use the symbol
systems of language; these individuals evidence
problems in the use of language for purposes of
social dialogue; in addition the majority of
these individuals will evidence academic
learning problems

115
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b. Severity
c. Age of onset

' 3. Habilitation

a. Early intervention programs

b. Pre-school and school-based self-contained language
classes N o

c. Psychological/coWgselling support systems

d. Family support sAem

e. Medical-surgical management

f. Specific speech-language therapies

g. Audiological assessments and management

4. Behavioral Issues for High-Risk: Some considerations

a. Hearing impairment

b. Significant history of chronic middle ear disease
in the first two years of life

c. Structural disorders of the oral cavity, e. g.,
cleft:1lip and palate - o

d. Neurological disease or disorders oo~ ) |

e. Lack of two-word phrasec by 2 year, 6 months

f. Lack of comprehension of name, body parts and common
objects by 2 years .

g. Lack of sentences by 3 years

G. Visually Handicapped .

"visually Handicapped" means a visual impairment which after
correction, adversely affects a child's educational performance.

‘ The team includes both partially seeing and blind children."
P.L. 94-142.

1. Etiology ' 4
a. Infections : . e
b. Injuries ‘ . ’
c. Escessive Oxygen
d. Tumors

e. In association with known developmental disabilities
f. prenatal causes, e.g., rubella

2. Classification

|
|
|
|
a. Site of lesion
b. Type of disorder ~ |
c. Severity of disorder
d. Age of onset
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3. Assessment

a. Medical Aspects
b. Educational Aspects

(1) Academic
(2) Ambulation
c. Personal and social assessment

4. Habilitation i

a. Early intervention (
(1) Medical management \\\\‘

(2) Education management

Type of educational setting
Ambulation and parpatetic training
Braille: its teaching and usde
Pre-vocational and vocational aspects
Personal and social assessment

o QLo o

5. Behavioral Issues for High Risk: Some considerations
a. Farly signs: not associated with known
nedical concerns ‘ P
(1) Appearance of strabismus after 2 mos.
(2) W;ndering or uncoordinated eyes
(3) Nystagmus

(4) Holding items close for visual
inspection R

(5) Locking head to look at objects or
people

(6) Disregarding objects in the peripheral
field

(7 . Poking, rubbing of eyeg

‘ (8) Flicking fingers at periphery of
.visual fields
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(9) Light staring in reference to people

b. In the older child

(1)

(2)

(3)

(4)

(5)

Complaints of eyes itching, burning, etc.

Complaining of hlurred vision, not being
able to see the board in school

Holding objects or books close for
visual inspection

Cocking head to look at objects or

_ people

Occular-motor problems

Y by
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Fact Sheet about Handicapping Conditions and the People It Affects.

Chart of Normal Development: Infancy to Six Years of Age, from
Mainstreamin2 Preschoolers, the Head Start Bureau.

Diagnostic Criteria for Reporting ﬁandicapped Children in Head Start,
Seventh Annual Report of the U.S. Department of Health, Education,
and Welfare to the Congress of the United States on Services
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Observational Checklists for:
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Health Problems
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Mental Retardationt*
Speech and Language*
Learning Disabilities*
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* Adapted from the series on Mainstreaming Preschoolers for‘the,Head
Start Bureau by the staff of CRC Education and Human Development, Inc.

Fact Sheet - Learning Disabilities, by ERIC Clearinghouse on Handicapped
and Gifted Children.

Getting to Know Each Other, a reading list to help you learn more about
children and youth who have handicaps, by CLOSER LOOK.

Developmental Screening’of Preschool Children: A Critical Review of
Inventories Used in Health and Educational Programs, by Helene
S. Thorpe, and Emmy E. Werner, published in Pediatrics, ilay 1974.

Professional Competence and the Assessment of Exceptional Children,
by Bennett, R. Journal of Special Education, in press.




FACT SHEET ABOUT HANDICAPPING
CONDITIONS AND THE PEOPLE IT
AFFECTS

One in every ten Americans has a mentally retarded family'member.*

An estimated one to three percent of the United States population is
believed to be mentally retarded--possibly 6.5 million people.*

Wheelchair users--about 500,000 in the United States--have a variety
of disabilities ranging from paralysis and nerve damage to muscle
weakness and lack of coordination.

In the United States, five in every ten thousand births will result

.in Kanner Syndrome, or "classic" autism.**

Children who have many of the symptoms of autism, but are not "classic"
autistic children, occur in fifteen out of every ten thousand births
(this also includes related communication handicaps).**

There are roughly sixty thousand autistic children under the age of
eighteen in the United States,**

'

There are more than eight million handicapped children in the United
States, ***

More than half of the handicapped children in the United States did
not get the right educational services.

One million of the handicapped children in the United States were not
in the public school system and did not go through school with non-
handicapped classmates. »

One in eleven persons is handicapped.

Over eleven million Americans ages 16-64 reported that they had per-
manent work disabilities in 1970.

Disabilities increase with age.

Thirty éeven percent of disabled Americans ages 18-64 did not go beyond
elementary school compared with eighteen percent of the general population.

Eighty-five percent of the disabled did not go beyond high school compared
with seventy-five percent of the general population.

Only five percent of the disabled had some college education compared
with eleven percent of the general population.

*%

*hk

Information from the National Association for Retarded Citizens.
Information from the National Society for Autistic Children.

Information from the President s Committee for Employment of the
Handicapped
124
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Higher proportions of disabled persons have never worked than persons
in the general population.

Disability takes a variety of forms:*

Twenty six percent of the disabled had cardiovascular disorders,
including heart troubles and high blood pressure.

Twenty five percent had muscular or skeletal conditions, including
arthritis, rheumatism and back troubles.

Ten percent had mental disorders, including mental retardation and
mental 111ness.

Nine percent had respiratory and related disorders, including asthma.

Nine percent had disorders of the nervous system, including epilepsy,
multiple sclerosis, and patalysis.

Five percent had digestive disorders.
Three peicent had diabetes.:
Three petéent had visual impairments.

Ten percent had other and unspecified conditions. (It is estimated that

deafness is the nation's most prevalent disability. However, no break-

down on deafness was included in the above profile).

*

Source:

U.S. Government Printing Office: 1980, 0-328-974/6518.

Facts About Handicapped People, The President's Committee on
Employment of the Handicapped, Washington, D.C., 20210.

1‘»5.




From: Mainstreaming, Pre-schoolers, Head Start Bureau.

Chart of
‘Normal
‘Development:
Infancy

to Six Years
of Age

on &encel;ctar;eﬁ g:mgve;l&pment‘

children’s achievements from infancy
to six years of age in five areas:

e  motor skills (gross and fine)

e  cognitive skills ,

e  self-help skills

e  social skill

° communication sklll?l (under-
standing language and speaking
language).

In each skill the age at which each

milestone is ed on the average is

also presented. This information is use-

ful if you have a child in your class

who you suspect is seriously delayed in
one or more skill areas.

However, it is important to remem-
ber that these milestones are only
averag];.]From the moment of birth,
each child is a distinct individual, and
develops in his or her unique manner.
No two children have ever reached all
the same developmental milestones at
the exact same ages. The examples
that follow show what we mean.

By nine months of age, Gi Lin had
spent much of her time scooting
around on her hands and tummy,
making no effort to crawl. After about
a week of i ing herself up on chairs

8, 8

and table let go and started
to walk on her own. Gi Lin s’l:‘ifped
the crawling stage entirely and scarce-

ly said more than a few sounds until
she was 15 months old. But she -

‘Ces amo;

walked with ease and skill by 9%
months.

Marcus learned to crawl on all
fours very early, and continued crawl-
mfeuntil he was nearly 18 months old,
when he started to walk. However, he
said single words and used two-word
phrases meaningfully before his first
birthday. A talking, crawling baby is
quite a sight!

- Molly worried her parents by
saying scarcely a word, although she
managed to make her needs known
with sounds and gestures. Shortly
after her second birthday, Molly sud-

nly began talking in two- to four-
word phrases and sentences. She was
never again a quiet child.

All three children were healthy and
normel. By the time they were three
years old, there were no major differen-
them in walking or i
They ha séx:xly developed in their
own ways at their own rates.
Some children seem to concentrate on

one thing at a time — learning to

‘crawl, to walk, or to talk. Other

children develop across areas at a
more even rate. :

As you read the chart of normal
development, remember that children
don’t read baby books. They don’t
know they’re supposed to be able to
point out Daddy when they are a year
old, or copy a circle in their third year.
And even if they could read the baby
books, they probably wouldn’t follow
them! Age-related development mile-
stones are obtained by averaging out
what ﬁan c(}inldren o at variﬁs
ages. No is “average” in
areas. Each child is a unique person.

" One final word of caution. As

 children grow, their abilities are

shaped by the opportunities they have
for learning. For example, altho
many five-year-olds can repeat song
and rhymes, the child who has not
heard songs and rhymes martxg times
cannot be to repeat them. All

areas of development and learning are

influenced by children’s iences

as well as by the abilities they are born
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" Chart of Normal Development

0-12 Months

'12-24 Months
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Sits without support.

Crawls.

Pulls szlf to stand-
ing and stands
unaided.

Walks with aid.

Rolls a ball in im-
itation of adult.

Reaches, grasps,
puts object in mouth.

Picks things up with
thumb and one fin-
ger (pincer grasp).
Transfers object

from one hand to
other hand.

Drops and picks up
toy. . :

Responds to speech
by looking at
speaker. <«

Responds different-
ly to aspects of
speaker's voice (for
example, friendly or
unfriendly, male or
female).

Turns to source of
sound.

Responds with ges-
ture to hi, bye-bye,
and up, when these
words are accom-
panied by appropri-
ate gesture.

Stops ongoing action
when told no (when
negative 1s accom-
panied by appropri-
ate gesture and
tone).

Makes crying and
non-crying sounds.

Repeats some vowel
and consonant
sounds (babbles)
when alone or when
spoken to.

Interacts with others
by vocalizing after
adult. ,

Communicates
meaning through
intonation.

Attempts to imitate
sounds.

Walks alone.
Walks backward.
Picks up toys from

floor without falling.
Pulls toy, pushes toy.

Seats self in child’s
chair.

Walks up and down
stairs (hand-held).

Moves to music.

Builds tower of 3
small blocks.

Puts 4 rings on stick.

Places 5 pegs in peg-
board.

Turns pages 2 or 3 at
a time.

Scribbles.
Turns knobs.
Throws small ball.

Paints with whole
arm movement,
shifts hands, makes
strokes. ,

12y

Responds correctly
when asked where,
(when question is
accompanied by
gesture).

Understands prepo-
sitions on, in, and
under.

Follows request to
bring familiar object
from another room.

Understands simple
phrases with key
words (for example,
Open the door, or
Get the ball).

Follows a series of
2 simple but related
directions.

Says first mean-
ingful word.

Uses single words
flus a gesture to ask
or objects.

Says successive

. single words to de-

scribe an event.

Refers to self by
name.

Uses my or mine to
indicate possession.

Has vocabulary of
about 50 words for
important people, -
common objects, and
the existence, non-
existence, and recur-

- rence of objects and

events (for example,
more and all
gone).
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Follows moving Imitates gestures and  Feeds self cracker. Smiles spontaneous-
object with eyes. actions 1(1 ordexample, Holds cup with two ly.
Recognizes differen.  Snakes head no, hands. Drinks with  Responds differently
ces among people. ‘waves bye-bye). assistance. to strangers than to
Rmpgnds to stran- Puts emall obiocts Holds out and familiar people.
gers by crying or small objects in ut arms .
staring. and out of container Legs while being (I)’:’isnz;trtneghon to
Responds to and with intention. ressed. : i .
imitates facial Responds to no.
expressions of others. Copies simple

Responds to very
simple directions (for
example, raises arms
when someone says,
Come, and turns
head when asked,
Where is Daddy?).

actions of others.

Imitates actions and
words of adults.

Responds to words or
commands with

. tppmprmhe action
(for example: Stop
that. Get down).

Is able to match two
ilar objects.
Looks at storybook
pictures with an
adult, naming or
pointing to familiar
ob]ecta on request (for
.’p t is
that Point to the
baby).

Recognizes difference
between you and
me.

Has very limited
attention span.

Accomplishes pri-
mary learning
through own explora-
tion.

Uses spoon, spilling
little.

Drinks from cup one
hand, un

Chews food.
Removes shoes,

socks, pants, sweater.
"Unzips large zipper.
Indicates toilet needs.

‘:’,”

Recognizes self in
mirror or picture.
Refers to self by
name.

Plays by self.
Initiates own play.

Imitates adult
behaviors in play.

“Helps put things

away.




24-36 Months:

36-48 Months

Chart of Normal Development
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Runs forward well.

Jumps in place, two
feet together.

Stands on one foot,
with aid.

Walks on tiptoe.
Kicks ball forward.

Strings 4 large
beads.

Turns pages singly.
Snips with scissors.

Holds crayon with
thumb and fingers,
not fist.

Uses one hand con-
sistently in most
activities.

Imitates circular,
vertical, horizontal
strokes. ’

Paints with some
wrist action. Makes
dots, lines, circular
strokes. :

Rolls, pounds,
squeezes, and pulls

" clay.

Points to pictures of
common objects
when they are
named.

Can identify ob-
jects when told their
use.

Understands ues-
tions forms what -
and where.

Understands nega-
tives no, not, can’t,
and don’t.

Enjoys listening to
simple storybooks

and requests them
again.

Joins vocabulary
words together in
two-word phrases.

-Gives first and last

name.

. Asks what and

where questions.

Makes negative
statements (for ex-
ample, Can’t open
it).

Shows frustration at
not being under-
stood.

Runs around ob-
stacles.

Walks on a line.

Balances on one foot
for 5 to 10 seconds.

Hops on one foot.

Pushes, pulls, steers
wheeled toys.

Rides (that is, steers
and pedals) tricycle.

Uses slide without
assistance.

Jumps over 15 cm.
(6") high object,
landing on both feet
together.

Throws ball over-
head.

Catches ball
bounced to him or
her.

Builds tower of 9
small blocks.

Drives nails and
pegs.

Copies circle.
Imitates cross.

Manipulates clay

materials (for exam-

ple, rolls balls,
snakes, cookies).

Begins to under-
stand sentences in-
volving time con-
cepts (for example
We are going to the
Zoo tomorrow).

Understands size
comparatives such
as big and bigger.

Understands rela-
tionships expressed
by if...then or
because sentences.

Carries out a series of
2 to 4 related
directions.

Understands when
told, Let’s pretend.

Talks in sentences
of three or more
words, which take
the form agent-
action-object (I see
the ball) or agent-
action-location
(Daddy sit on
chair).

Tells about past ex-
periences.

€6

Uses ‘‘s” on nouns
to indicate plurals.

Uses “ed” on verbs.
to indicate past
tense.

Refers to self using
pronouns I or me.

Repeats at least one
nursery rhyme and
can sing a song.

Speech is under-
standable to stran-
gers, but there are still

some.sound errors.




go to the library).
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Responds to simple Can talk briefly Uses spoon, spilling Plays near other
dmech(ins ((;for abgut what he or she little. i n.
the bl and the ~ scone. Gets drink from Watches other chil-
block. Get your Imitates adult actions fountain or faucet dren, joins briefly in
shoes and socks). gor exami)ae house  unassisted. their play.
Selects and looks at eeping . Opens door Defends own posses-
picture books, names  Has limited attention han sions.
bjects, and n. Learningis .
fgm&o sgveralan tﬁ:ough exploration Takes off coat. Begins to play house.
objects within one and adult ion Puts on coat with gmbohcally uses
picture. (as i ct:xnre r?;odmg)of assistance. - 0 self in play.
pi ries
Match: d Washes and dries Participates in simple
membj‘f.iﬁ Is beginning to _ hands with assis- group activity (for P
meaningfully (for understand funct:lon- tance. example, sings, claps,
example, given cup,  al concepts of ‘ dances).
saucer, and bead, familiar objects (for Knows gender identi-
puts cup and saucer example that a OWS gender 1den
together). spoon is used for ty.
eating) and part/
Stacks rings on peg  whole concept.s (for
in order of size. example, parts of the
Recognizes self in body):
mirror, saying,
baby, or own name.
and Has short atténﬁon Pours well from Joms clm])lay with
matches six colors. span. small pitcher.
Intentionally stacks I.eama through . Spreads soft butter to mteract.
blocks or rings in mful d b with knife. Shares to s. Takes
- order of size. :itlldntg tscﬁgnn am)i’ Buttons and unbut. turns with assistance.
Draws sogiewhat explanation. Is very tons large buttons. Blegms d.ramat;c
recognizable picture ily distra play, acting ou
that is meam}x):gful easily cted. Washes hands un- whole scenes (for
fthld if nos tl? zgult. :It:g éxnnma?ed under-  assisted. exl:mple traveling,
ames and briefly g of concepts p. ouse
explains picture. of the functions and md‘;dm When pmtewsging to be
upings of objects animals),
Asks questions for for example, can put  Uses toilet independ-
information (why oll house iture ently.
and how questions i, correct rooms)
requiring simple part/whole (for
answers). example, can 1dent:|.{3r
ictures of hand an
Knows own age. ? ¢ as parts of body).
Knows own last Begins to be aware of
name. past and t (for
example: Yesterday
we went to the
park. Today we




48-60 Months

60-72 Months

Chart of Normal Development

&@ “3&?
o
&

ed
@éo

<

.o
.&os&
&
fvf’éy

P

Walks backward
toe-heel.

Jumps forward 10
times, without
falling.

Walks up and down
stairs alone, alter-
nating feet.

Turns somersault.

Cuts on line contin-
uously.

Copies cross.
Copies square.

Prints a few capital
letters.

Follows three un-
related commands
in proper order.

Understands com-
paratives like
pretty, prettier,
and prettiest.

Listens to long
stories but often
misinterprets the
facts.

Incorporates ver-
bal directions into
play activities.

Understands se-
quencing of events
when told them

(for example, First
we have to go to
the store, then we
can make the cake,
and tomorrow we
will eat it).

Asks when, how,
and why ques-
tions.

Uses models like
can, will, shall,
should, and might.

Joins sentences to-
gether sf"or exam-

le, I like choco-
ate chip cookies
and milk).

Talks about causali-
ty by using because
and so.

Tells the content of a

story but may con-
fuse facts.

Runs lightly on
toes.

Walks on balance
beam.

Can cover 2 meters
(6'6”) hopping.

Skips on alternate
feet.

Jumps rope.
Skates. -

Cuts out simple
shapes.

Copies triangle.
Traces diamond.
Copies first name.
Prints numerals 1
to 5. .

Colors within lines.

Has adult grasp of
pencil.

Has handedness well

established (that is,
child is left- or
right-handed).

Pastes and glues
appropriately.

Demonstrates pre-
academic skills.

135

There are few ob-

~ vious differences

between child’s
grammar and adult’s
grammar.

Still needs to learn
such things as sub-
ject-verb agreement,
and some Irregular
past tense verbs.

Can take appropri-
ate turns In a con-
versation.

Gives and receives
information.

Communicates well
with family, friends,
or strangers.




AP .
&> 69& .
. S %&?
& & »
¢e & Cd
Plays with words _ Knows own street Cuts easy foods with  Plays and interacts
(Crert(lit:&% own rhyr;nkng and town. a knife (for example,  with other children.
:lv: wo’lds:)}?ac\)rli.nmg * Hes more extended }t;)ml:o ?;e 'atty, Dramatic play is
similar sounds). attention span, closer to reality, with
. Leams through Laces shoes. attention paid to
Points to and names rving and listen- detail, time, and
4 to 6 colors. ing to adults as well space.
Matches pictures of g(s):lh rlg‘g'ﬂ}?-exmora‘ Plays dress-up.
familiar objects (for distracted y Sh . .
example, shoe, sock, . °1WS. mm&ilg'
foot; apple, orange, Has increased under- exploring sex diiier-
banana). s}agl(lili&g of concupts ences.
. o on, time,
grtz"és mgb‘gm part/whole relation-
parts suchgr:szhead ships. Function or
arms, legs. Can name ‘-t:tgé gbjeﬁtgigx ay t}’)e
’ y 8 in a on
ot; glv:ntchbog;awn parts .- mes of objects
Draws, nafnes, and Time concepts are
describes recognizable expanding. The child
picture. can talk about
yesterdaf/ or last
Rote counts to 5, week (a long time
imitating adults. ago), about today,
. and about what will
happen tomorrow.
Retells story from Begins to relate clock Dresses self complete- Chooses own
picture book with time to daily ly. friendis).
r]:asonable ac;:uracy. :chedule. Ties bow. Plays simple table
ames some letters ttention span - games.
and numerals. increases noticeably. Brushes teeth un ...
Learns through adult assisted. Plays competitive
Rote counts to 10. : : games.
instruction. When Crosses street safely.

Sorts objects by interested, can ignore ‘I;Bhl:fagee with other
(sgng]e charlacffnsﬁcs distractions. d i drle:l ip m(l)p.era.
or example, by : ve play involving
color, shape, or size. i?)o;g;getsazf&ﬁcg: n group deds::nf;’i role

; assignments, fair
Is begmmng to use u?ldemndl?lg of play, '
accurately time Wy g8 happen.

concepts of tomor-
row and yester-
day.

Uses classroom tools
(such as scissors and
paints) meaningfully
and purposefully.

Time concepts are
expanding into an
understanding of the
future in terms of
major events (for
example, Christmas
will come after
two weekends).

e Yt U.S. GOVERMMENT PRINTING OFFICE : 1978 O—270-712




~ Table A

DIAGNOSTIC CRITERIA FOR REPORTING
HANDICAPPED CHILDREN IN HEAD START

All children reported in the following
categories* must have been diagnosed
by the appropriate professionals who
work with children with these condi-
tions and have certification andlor
licensure to make these diagnoses.

Blindness - A child shall be reported as
blind when any one of the following
exists: (a) a child is sightless or who has
such limited vision that he/she must re-
ly on hearing and touch as his/her chief
means of learning; (b) a determination
of legal blindness in the state of
residence has been made; (c) central
acuity does not exceed 20/200 in the
better eye, with correcting ' lenses, or
whose visual acuity is greater than
20/200, but is accompanied by a limita-
tion in the field of vision such that the
widest diameter of the visual field
subtends an angle of no greater than 20
degrees.

Visual impairment [Handicap) - A chiid
shail be reported as visually impaired if
central acuity, with corrective ienses,

does not exceed 27/70 in either eye, but
whoe is not blind; or whose visual acuity
is greater .than 20/70, but is accom-
panied by a limitation in the field of
vision such that the widest diameter of
visual field subtends an angle of no
greater than 140 degrees or who suffers
any other loss of visual function that
will restrict learning processes, e.g.,
faulty muscuiar action. Not to be in-
cluded in this category are persons
whose vision with syeglasses is normal
or nearly so.

Deafness - A child shall be reported as

‘deaf when any one of the following ex-

ists: (a) his/her hearing is extremely
defectlve so as to be essentialiy non-
functional for the ordinary purposes of
life; (b) hearing loss is greater than 92
decibels (ANSI 1969) in the better ear:
(c) legal determination of deafness in
‘he state of residence.

Hearing impairment [Handlcap] -A child
shall be reported as hearing impaired
when any one of the foliowing exists: (a)

* Multiple handicaps: Children will be reported as having muitipie handicaps when in addition {0 their primary or
most disabling handicap one or more other handicapping conditions are present.

From:

The Status of Handicapped Children in Head Start Programs,

February 1980.




the child has slightly to severely defec-
tive hearing, as determined by his/her
ability to use resicual hearing in daily
life, sometimes with the use of a hear-
ing aid; (b) hearing loss from 26-92
decibais (ANS| 1969) in the better ear.

Physical Handicap [Orthopedic Han-
dicap) - A child shall be reported as crip-
pled or.with an orthopedic handicap
who has a condition which prohibits or
impedes normal development of gross
orfine motor abilities. Such functioning

is impaired as a result of conditions’

associated with congenitai anomalies,
accidents, or diseases; these condi-
tions include, for exampie, spina bifida,
loss of or deformed limbs, burns with
cause contractures, cerebral palsy.

Speech Impairment [Communication
Disorder] - A child shall be reported as
speech impaired with such Identlﬂable
disorders as receptive and/or .

pressive language impairment, stutter-
ing, chronic voice disorders, and
serious articulation problems affectlng
social, emotional, and/or educationai
achievement; and speech and language
disorders accompanying conditions of
hearing loss, cleft palate, cerebrai
paisy, mental retardation, emotionai
disturbance, muitiple handlcapplng
condition, and other sensory and health
impairments. This category excludes
conditions of a transitional nature con-
sequent to the early deveiopmentai pro-
cesses of the child.

kY

Heaith impairment - These impairments -

refer to iliness of a chronic nature or
with prolonged convalescence in-
cluding, but not iimited to, epilepsy,
hemophilia, severe asthma, severe car-

diac conditions, severe aliergies, blood -

disorders (e.g., <sickle celi disease,
hemophilia, “leukemia), diabetes, or
neurologicai disorders.

Mental Retardation - A child shali be
considered mentally retarded who, dur-
ing the early developmental period, ex-
hibits significant subaverage inteilec-
tual functloning accompanied by im-
pairmsnt in adaptive bshavicr. in any
determination of intellectual function-

ing using standardized tests that lack
adequate norms for all raciai/ethnic
groups at the preschool age, adequate .
consideration shouid be given. to
culturai infiuences as weil as agé and
deveiopmentai Jevei (i.e., finding of a
iow 1.Q. is never by itself sufticient to
make the diagnosis of mental retarda-
tion). : <
Serlous Emotionai Disturbanca - A child
shall be considered seriously emo-
tionally disturbed who is identified by
professionally qualified personnel
(psychologist or psychiatrist) as requir-
ing ‘special services. This definition
woulid include but not be limited to the

" following conditions: dangerously ag-

gressive towards others, seif-
destructive, severely withdrawn and
non-communicative, hyperactive to the
extent that it affects adaptive behavior,
severely anxious, depressed or phobic
psychotic or autlstlc

Specitic Learning Disabilities - Chiidren
who have a disorder in one or more of
the basic psychologicai processes in-
volved in understanding or in using
language, spoken or written, which
disorder may manifest itself in im-
perfect ability to listen, -think, speak,
read, write, speil, or do mathematical

-calculatlons Such disorders include

such conditions as perceptuai han-
dicaps, brain injury,, minimal brain
dysfunction, dysiexia, and developmen-
tal aphasia. Such term goes not include
chiidren who have learning problems
which are primarily the resuit of visual,
hearing, or motor handicaps, of mental
retardation, of emotiona! disturbance,
or of environmental disadvantage. For
preschooi children, precursor functions
to understanding and using ianguage
spoken or written, and computationa! or
reasoning abmtles are inciuded. (Pro-
fessionais considered qualified to make
this diagnosis are physicians and
psychologists with evidence of special
training in the diagnosis of learning
disabilities and at ieast i1aster s ceqree
level speciai educators with evidence of
special training in the diagnosis of

learning disabilitics.).




. USING AN OBSERVATIONAL CHECKLIST

.The checklist of behaviors that follows for each of eight disability
¢ groupings can alert you to undiagnosed problems in a child and help you
to know when to refer that child for professional evaluation. For example,
in the case of a hearing impafrment, there are certain aspects of the
child's medical history that are important to note on your checklist, in
v addition to observable behaviors. The child's records or the child's pa-
‘rents can help answer the "medical history" questions. The checklist can
then be completed from your observations. -
If a child displays two or more of the behaviors listed, watch him or her
more closely and in a variety of situations. Look carefully for other lis-
ted behaviors. You may also want to ask parents or other staff if they
have observed ‘any of the behaviors on the checklist. Two or more checks in
a '"Yes" or "Often or always" column may indicate a child has a serious pro-
blem. With the possibility of a serious problem, you should consult some-
one in your program about referring the child for professional evaluation.

From the child's point of view, referral is better than non-referral; that
is, 1f you think a handicap might account for the behavior you have ob-—
served, it is best to have the child professionally evaluated. If you later
learn the child does not have a handicap, no harm has been done. If, on
- the other hand, a handicapped child is not diagnosed, the child's special
‘ needs will not be met. Referral is also preferred over non-referral for
' children who already have been diagnosed, as:children can be incorrectly evaluated.
If you suspect a problem, therefore, do discuss the referral with an ap-
propriate colleague. ; _ &

!

x Adapted from the series on Mainstreaming Preschoolers fdt the Head Start
Bureau, by the staff of CRC Education and Human Development, Inc.




OBSERVATIONAL CHECKLISTS

MOTOR PROBLEMS YES NO

1. The child has apparent weakness of muscles,
trembling or shaking. . !

2. The child complains of pain after physical
exercise. |

- 3. The chiid does not alternate feet going
up or down stairs.

L]
-

4. The child is generally awkward or clumsy or has
. balance problems, stumbles or falls easily.

5. The child has very negative reaction to even
a light, unexpected touch.

6. The child has difficulty in holding and

j using pencils or scissors.
7. The child runs or jumps with unusual
difficulty.

The child fears or avoids activities that
require movement.

{00

1.

9. The child has twitching or jerking movements.
<\\— . He/she seems to have better control of the
leg and arm on one side than on the other.

10. The child walks on tiptoes much of the time. —

The child walks stiff-legged.




1.

2.

5.

6.

9.

/%;

HEALTH PROBLEMS

. -’ )
The child is frequently absent or truant from
school (one day per week or more).

The child has bruises or cuts around face,
arms, more than one incident or un-
usually severe.

The child has colds, sore throat, runny nose,
or cough; persistent for several weeks or
recurring weekly for several weeks.

The child is often tired, lacks energy; either
severe day to day change, or persisting
- over two weeks,

The child has frequent or extreme hunger or

thirst, or need to use the toilet.

The child complains of aches and pains;
persisting over 2 or 3 weeks.

The child is extremely restless; can't
stay still.

The child is unusually small and thin for
" . age, or very obese.

The child is unusually slow, listless or
lethargic, dreamy and unresponsive.

3

13;




10.

11.

12.

13.

14.

15.

-3-

EMOTIONAL BEHAVIOR PROBLEMS

The child has sudden change in behavior, nor-
mally quiet student becomes a behavior
problem; sudden withdrawal or failure in
subjects in which performance was normal.

The child engages in inappropriate laughing or
crying; strange or bizzare talk

The child masturbates opegly or is sexually '
- aggressive (touching or grabbing other
students, not part of normal horseplay)..

The child uses obscene language OUT OF CON-
TEXT (not as "cursing" or "swearing").

The child tries to hurt sg}f (cuts, burns,
strikes self). _ ~

The child is unstable and unpredictable. Cries
easily with little cause, or loses temper

explosively (pattern persistent over one month).

The child is very easily upset; has tantrums or
cries often.

The child has extreme difficulty paying atten-
tion or concentrating.

‘The child seems unaware of what goes on around

- him/hers seems to "live in his or her own
world"..

i

The child seems fearful, anxious or tense much
of the time.

The child appears listless and uninterested.

The child appears very sad over a period of
several days

The child can't sit still; 1is extremely restless
or hyperactive.

The child has to be reprimanded or controlled by
teacher because of behavior in class several
times each day, over a period of weeks.

The child can't tolerate normal frustrations
like waiting in 1ine to go to lunch.

YES

L
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-details.

- The child can’t concentrate on one

4=

MENTAL RETARDATION

" Information

Coming from

| the Environment

eo*
The child doesn’t understand direc- D I:l

tions, reacts slowly to them, or
waits to see what the other chil-
dren are doing first. '

The child seems confused and
doesn’t do what other children are
doing along with them.

The child doesn’t know what to do D

with materials and toys, or uses

them for the wrong purposes.
Loud sounds disturb the child.

A lot of unorganized moving

around in the classroom confuses
the child.

The child has trouble noticing fine ,: D

The child doesn’t answer to his or l:
her name.

The child can’t carry out a onestep ’: ’:
direction.

thing for very long, and is easily D D
distracted.

The child doesn’t show interest in D [:]

classroom surroundings.

)

R
—
-
b

Processing
the Information

The child has trouble remembering
what he or she has seen or. heard,
or what has happened. ,

‘The child can’t match colors and
shapes.

The child can’t sort colors and
shapes,

The child can’t answer simple
questions (such as “What’s your
name?”) or gives answers that
make no sense.

The child doesn’t know things that
other children in the class know.

The child does things in the wrong
order (such as drying the pan
before it has been washed).

The child can’t predict dangerous
consequences of actions before he
or she does them.

The child can’t hear small differ-
ences in words (such as boy/toy,
Fred/red). -

The child can’t retell a simple
story.

The child has trouble following two
ordmore directions in the right
order.

The child doesn’t understand com-
mon environmental sounds (for
example, can’t tell you “a car”
upon hearing the beep of a car.
horn).

The child doesn’t remember the
classroom routine.

The child forgets what he or she is
doing in the middle of it.

" The child has trouble inventing

stories and actions in pretend play.

The child doesn’t understand basic
concepts such as relationships,
time, space, and quantity as well
as other children do. :
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_familiar objects.

. ~5m

MENTAL RETARDATION

Using the
Information

Verbal Responses: Talking : § .ﬁ
The child doesn’t talk at all.

You can’t understand the child’s
speech.
The child can’t communicate using

words and gestures, either alone or
together.

The child can’t name or describe

Motor Responses: Moving the
Body

The child trembles or shakes.

The child falls down or bumps into

things a lot. D D
The child walks unevenly, or limps. D D
dination (for example, knocks things u D
over a lot).

The child can’t pull simple clothing D D

LI
L0

The child has poor eye-hand coor-

on or off.

The child has trouble using toys
such as blocks and puzzies.

The child can’t copy simple forms,
such as a line, circle, square.

The Child’s
Behavior
in the Classroom

The child resists change and vari-
ety in activities by erying, throw-
ing tantrums, or refusing to par-
ticipate. :

independently.
ing his or her own games. '
activities.

The child cannot make choices

The child imitates the games of

The child withdraws from partici- D ™
The child is constantly disr:upting D

about what to do or select activities [:] l:
other children rather than invent-

pating in most or all of (‘e

the clags.
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SPEECH AND LANGUAGE IMPAIRMENTS

Articulation ‘ Voice

2 L
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After 24 months, the child uses | The child’s voice is so soft that he
mostly vowel sounds (0o, ah, ee) ] or she can barely be heard.

and gestures when talking. The child’s voice is extremely loud. l'—
After 36 months, the child leaves [ D -

out the first sound in many words _____l e e )
(says “at” for "cat” or "es” for The child’s pitch is inappropriate

“yes”). (too high or too low) for the child’s
sex and age. ‘

L

After 42 months, friends, neigh-
bors, and teachers cannot under-
stand most of what the child says.

At any age, the child seems embar-
rassed or disturbed about his or

. strained, or unusual in some way.

The child’s voice sounds hoarse,

The child’s speech is denasal
(sounds as”if he or she has a cold

or’'sinus condition).

her speech.

At any age, speech sounds are
: more than a year late in develop- |__|

ing. (See pg. 31 for the develop-
mental sequence and average ages
-of speech sound production.)

The child’s speech is hypernasal

{sounds seem to be spol{en through D D
the nose rather than through the

mouth).

Rhythm

The child has noticeable difficulty
and seems to struggle trying to say
words or sounds.

The child is aware of this difficul-
ty. ' :

There is an abnormal amount of
hesitation, repetition of sounds
(“cuh-cuh-can”) or words ("but-but-
but”), and/or prolongation of
sounds (‘‘sssssomething”) or words
("“mmmmeeee”) in the child’s
s?eech, and the child seems aware
f it.
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SPEECH AND LANGUAGE IMPAIRMENTS

Reception

.'\.(}0:' 24 months, the child cannot
point to common objects that are
named.

After 24 months, the child cannot
understand simple one-part Jdirec-
tions, such as "Bring me the ball.”

After 36 months, the child rcpeats ,'_ l'_'
questions rather than answering |

them. For example, when asked,
“What did you do yesterday”” the
ciiild responds, “Do yesterdav.”

»ter 18 months, the child cannot D [j
fo.low two-part directions. such as

“P'ut the book away and get a

chair.”

After 48 months, the child is una- l:l
ble to respond, even with appropri-

ate gestures, to a slightly complex
question such as “What do vou do

when you're thirsty?”

After.48 months, the child seems D [:I
confused when asked a question or
wiien the class is given instruc- .

tivns. The child waits to see what

th > other children are doing when

divections are given.

b Mnny of the items in this checklist were obtained
from Getting a HEAD START on Speech and Lan-
guage Problems by Susan Hansen. Copyright 1974
Meyer Children’s Rehabilitation Institute, 444 South 44
Street, Omaha, Nebraska 68131,

Expression

After 24 months, the child has not
yet started talking. .

After 36 months, the child cannot
put words together to make simple
sentences such as "Give me more
Juice.”

After 48 nionths, the child cannot
tell a recent series of events.

After 48 months, there are unusu-
al word confusions or substitutions
of words when the child talks. For
example, the child may say “I
want a crayon” for “I want a pen-
cil,” or “Give me the stove thing”
for “"Give me a pot.”

After 60 months, most of the
child’s grammar and sentence
structure seems noticeably faulty,
and is unlike the communication
pattern used in the child’s home.

L]
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LEARNING DISABILITIES

Child's Name , : _ BirthDate ________

Date it wcher’s Name __- ' . o

Communicative Skills

&
e,

e,

¢ ® S

1. Does the child use at least two- and three-word phrases to ask
for what he or she wants? (For example, ‘‘more juice’’ or
““more juice please.”) :

2. Does the child use complete sentences to tell you what has’
happened? (For example, **My doggie ran away™’ versus

' “doggie gone.”’)

*3. When the child is asked to describe something, does he or she
use at least two sentcnces to talk about it?

4. Does the child ask qucstions? (For example, “Where is Juan?")

5. Does the child seem to have difficulty following directions?

6. Does the child respond to questions with an appropriate
answer? - :

-3

. Does the child seem to talk too softly or too loudly?

8. Are you able to understand the child?

9. Does the child have difficulty paying attention to group
activities for more than five minutes at a time?

* Question applies if child is four years or older.
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LEARNING DISABILITIES

Motor Skills

10.

11.

12.

13.

*14.
15.
16.
;7.
18.

19.

20.

Does the child stumble often, or appear awkward when he or
she moves?

Does the child seem afraid of or unable to use stairs, climbing
equipment, or tricycles?

When the child walks or runs. does one side of his or her body
seem to move differently than the other side? For instance,
does the child seem to have better control of the leg and arm
on one side than on the other?

Can the child hop on one foot?

I; the?chxld capable of dressing him- or herself except for tymg
shoes? ) )

Does the child hold a gencd ora crayon appropriately with the

thumb, index, and middle fingers?

Does the child continually switch a crayon from one hand to
the other when colonng?

Do the child’s hands appear clumsy or shaky when he or she is
using them?

When the child is coloring with a crayon, does the hand that
he or sfllle x? not using appear tense? (For example, clenched
into a fist

Can the child color inside a circumscribed area with any
accuracy?

Can the child cut with a pair of scissors?

Question applies if child is four years or ol&rq ‘

<Z5.
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LEARNING DISABILITIES

Social Skills

21.

22.

23.

m,:.'

24,

25.

26.

{

Does the child engage in at least two disruptive behaviors a
day? (For example, tuntrums, fighting, screaming.)

Does the child appear withdrawn from the outside world? (For
example, fiddling with pieces of string, staring into space,

‘rocking Lis or her body, banging his or her head, talking to

him- or herself.)'

Does the child appear extremely shy in group activities? (For
example, does the child avoid volunteering answers or
answering direct questions, even when you think he or she
knows the answers?)

Does the child play alone and seldom talk to the othér
children? . ‘

Does the child s"pend most of the time tryi'ng to get attention
from the adults? .

Does the child have toileting problems (wet or soiled) at least
once a week?
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LEARNING DISABILITIES

Vision or He wing Skills

e,
5
e
£

€s

R

27. Do the child's eye¢ movements appear jerky or uncoordinated?

28. Does the child secin to have difficulty seeing objects?

. .tilt his or her !. :ad to look at things?

. .hold obhjects cli;se to his or her eyes?

. .5quint?

. .show sensitivit- to bright lights?

. .have uncontro:ied eye-rolling? | ‘ ’

. .complain that ' is or her eyes hurt?

. .bump into thin,'s constantly?

29. Does the child appear awkward in tasks requiring eye-hand
coordination? (For example, pegs, puzzles, coloring.)

30. Does the child seetn to have difficulty hearing?

. .consistent:f' favor one ear by turning the same side of his
or her head in the direction of the sound?

. . .ignore, confuse. or not follow directions?

. .rub or pull on his or her ear frequently, or complain of
earache?

. .complain of hea:! noises or dizziness? |

. .have a high, lov.. or monotonous tone of voice?

. .respond to your voice when he or she is not looking at you?

. .ask “what?"’ ex: essively?

. .have speech that is very difficult for you to understand? f : .
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LEARNING DISABILITIES

General Health

1. Does the child seem to have an excessive number of colds?
v%2. Does the child ﬁave frequent absences because of illness?
13. Do the child’s eye§ water?

14. Does the child have a discharge from his or her eyes?

.. .his or her ears?

-,5. Does the child have periods of unusual movements (such as

rapid eye blinking) or “‘blank spells” that seem to appear and

' " disappear without relationship to the social situation?
. 16. Does the child have hives or rashes?
Does the child wheeze?
.7. Does the child have a persistent cough?.
8. Is the child excessively thirsty?
.. .ravgnously hungry? |

‘9. Have you noticed any of the following conditions?
.. .constant fatigue

.. Arritability
.. .restlessness
.. .tenseness
.. feverish cheeks or forehead.
.0. Is the child overweight? .
1. Is the child physically or mentally sluggish?

_9. Has the child lost weight without being on a diet?

[RIC o 14;
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VISUAL IMPAIRMENT

Behavior
: R

Rubs eyes excessively. ' D l l

Shuts or covers one eye, tilts head,
or thrus.s head forward.

Has difiiculty in work that requires ‘ ]

close us: of the eyes (such as .
putting Huzzle parts together, & '
or matching identical shapes).

7

Blinks 1niore than usual, oris irritable
when diing close work.

Holds oljects close to eyes. 1

Is unable to see distant things clearly.

Squints yelids together or frowns. :I

Appearance

His cros sed eves. [——— g—j
| :
B

Eyelids :ure red-rilnmed, crusty, or @
swollen.

Eyves are inflamed or watery.

Has recurring styes (small inflamed D ]
swellings on the rim of the eyelid). L

Coinplaints

Eyes itct', burn, or fgel scratchy.

Cannot sce well. L

———

Has dizziness, headaches, or nausea
following close eye work.

Has blurred or double vision. [—" =, ‘

. * Adapted from “Signs of Possible Eye
. Trouble in Children.” Available from
- National Society for the Prevention of Blind-
ness, Nev. York, New York.
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HEARING IMPATRMENT

Speech.

Does the child fr ently say
“Huh?"’ or “What?'' or show other
signs of not understanding what
has been said?

Does the child use very little
speech?

Does che child have difficulty con-
trolling how loudly or softly he or
she speaks?

Does the child have trouble put-
ting words together in the right
order?-

Does the child’s voice seem too
high-pitched, too low-pitched, or
too nasal?

Is the child’s speech full of words
and sentences that cannat be
understood or recognized?

Does the child have poor articula-
tidn?

SO

i

L]
alm

Other Behavipr

Does the child have a short atten-
tion span?

Does the child seem frequently '
restless?

Does the child breathe with his or
her mouth open?

Is the child seldom the first one to
do what the teacher has asked the
group to do?

Is the child easily frustrated or dis-
tracted in a group?

Does the child tend to play in the
quietest group?

Does the child tend to play alone
more than the other children do?

Does the chﬂd seem unaware of

.social conventions? For example

does the child:
® never say automatlcally “thank

you,” “‘excuse me,” or ‘‘sorry’'?
e generally tap or grab another
erson instead of calling his or

er name?

e not become quiet in quiet areas
or actlvmes? hurch,story cor-
ner, naptime)? -

e not ask permission to leave the

room, go to the bathroom, get a
drink?

e appear unaware of disturbing
others with noises?

&
I

L]
L]
0]
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‘Medical History

[s there a history of earaches or
ear infections in the child’s
records?
Does the child complain of eas

. aches, riaging, o buzzing i e

ears?

Does the child have allergies
what appcar to be chronic co' is?

Has the child had a disease

{mumps, meastes) accgjnpanivd by

a high fever?

Do parents say that they have

wondered if the child has a h:uaring

lgss?

[nm
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HEARING IMPAIRMENT

Hearing
L]
L]
]

Does the child fail to respond to
loud, unusual, or unexpected
sounds?

Does the child fail to respond to
communication that excites the
other children? (For example,
“Who wants ice cream?'"

Does the child frequently fail to
understand or respond to instruc-
tions or greetings when he or she
doesn’t see the speaker?

'.\"‘, ‘\o

00
Inln

Does the child seem to wajch other I'_] D

- children rather than listen to the
L]D _teacher in order to learn what to
do next?

Does the child have difficulty find-
ing the source of 1 sound?

Does the child constantly turn the
television, radio, or record player
up louder? .

Does the child’s attention wander
or does the child look around the
room while the teacher is talking
or reading a story? :

-Zé)(/

o
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LEARNING DISABILITIES

What is a learning disability?

'S

The term /earning disability has been used to describe a
variety o, problems in acquiring, storing, and/or retrieving
information. '

Students with learning disabilities receive inaccurate
information through their senses and/or have trouble pro-
cessing that information. Like static on the radio or a bad
TV picture, the information becomes garbled as it traveis
from the eyes, ears, or skin to the brain.

This inaccurate sansory information, sometimes called

" perceptual problems, leads te difticulty in academic work.

The student might have difficulty reading, writing, speak-
ing, or listening. These skills either have not been learned,
have been learned after heroic work, or have been learned
poorly. _

The most commonly used definition is taken from The
Education for All Handicapped Children Act of 1975,
Public Law 94-142, It states:

The term ‘‘children with specific learning disabilities”

means thoss children who have a disorder in one or
more of the basic psychological processes invoived in
understanding or in using language, spoken or writ-
tan, which disorder may manifest itseif in imperfect
ability to listen, think, spesk, resd, write, spell or
do mathematical calculations. Such disorders include
such conditions as percsptual handicaps, brain in-
jury, minimal brain dysfunction, dysiexia snd de-
velopmental aphasia. Such term does not include
children who have learning problems which are pri-
marily the result of visual, hesring or motor handi-
caps, of mental retardation, of emotional disturbance,
_ o environmental, cuitural or economic disadvantage.

What are the problems u‘octmd with various leamning
disabilities? '

Many handicaps come under the term /esrning disabilities.
Following are thoss that most hinder academic perfor-
mance,

Visual perceptual probiems. Difficulty tiking information
in through the sense of sight and/or processing thst in-
formation.

15,

Visual figure-ground problems. Difficuity seein~ a specific
image within a compsting background; fu. example,
seeing the teacher’'s face when he or she stands in ‘ront-
of a blackboard with writing on it or picking out one
line of print from other lines on a page. People who have
this problem cannot sse things that others can see. One .
line of print on the page appears to be missing.

Visual sequencing problems. Difficulty sesing things in the
corract order, for instance, seeing letters reversed or see-
ing two knobs reversed on a machine. The person who
has this problem actually sees the word incorrectly:
he or she sses was instead of saw.

Visual discrimination problems. Difficulty seeing the dif-
ference between two similar objects, such as the letters
v and u or e and ¢; between two similar chemical sym-
bols; or between two types of leaves.

Auditory perceptual problems. Difficulty taking informa-
tion in through the sense of hearing and/or processing
that information. People with this problem frequently
hear inaccurately. A sequending or discrimination error
can totally change the meaning of a message. For example,
one might hesr, ‘“The assignment is due in May,” rather
than “The assignment is due today.” People with audi-.
tory handicaps frequently do not hear unaccented
syliables. They may hesr ““formed” instead of “per-
formed,” or ‘‘seven’’ instesd of ‘‘seventy.’”” Some audi-
tory preceptusl nandicaps are:

® Auditory figure-ground problems. Difticulty hearing a
sound over background ncise, for instance, hearing the
professor lecture when an air conditioner is humming in
the room, hearing one bird chirp while other birds and
insects are singing, or hearing someone taik at a party

i whon muslc is playing.

® Auditory ssquencing problcms Difficulty hearing
sounds in the correct order, for instance, hearing "'nine-
four” instaad of “four-nine,’” hearing “law” instead of
“wall,” or hesring music garbled because the notes are

. perceived out of order. .

® Auditory discrimination problems. Difficuity. tellmg the
differsnce between similar sounds such as "‘th’’ and *'f’

and “m" or 'n,”” hesring ‘‘ssventsen’’ instead of “sev-
enty,” or hmmg an angry rather than a joking tone of
vaice, B

!




Motor probiems. Difficulty moving one’s body efficiently
to achieve a certain goal. Following are some motor
oroplems:

® Perceptual motor prodlems. Ditticuity performing a task

requiring coordination, because of inaccurate informa-

ion received through the senses. This may result in

umsiness, difficuity in participating in umplo sports,
.ind awkward or stiff movemaents.

® /isual motor problems. Difficuity seeing something and

‘hen doing it, such as copying something off a black-

voard or learning a dance step by watching the teacher. .

® Auditory motor problems. Difficuity hearing some-
thing and then doing it, such as following verbai direc-
tions on a test or taking notes in a lecture.

Intersensory problems. Ditficuity using two senses at oncs
or associating two senses, for instance, not realizing that
the letter D that is seen is the same as the sound "'D."”

Handicaps Classified by Academic Difficulty

Dyslexia—Inability to read.
Dysgraphia—|nability to write.
Dyscaiculia—inability to do math.

National Organizations and Associations

Association for Children and Adults with Learning Dis-
abitities (ACLD), 4156 Library Road Pittsburgh PA 15224,
Phone: {412) 341-1515.

Description: ACLD is a nonprofit organization whose pur-

© pose is to advance the education and general weifare of

children of normal or potentially normal intelligence who
have lesrning disabilities.
Periodicals: ACLD Newsbriefs (nowslotter) six issues/

year, included with membership of $10/year or available’

by subscription for $4.50.

The Orton Society, 8415 Bellona Lane, Towson MQ 21204.
Phone: (301) 296-0232.

Description: The Orton Society is an educational and scien-
tific association founded in 1949, Members are concerned
with the disgnosis and trestment of lpecmc language dis-
ability or dwolopmontal dyslexia.

Periodicals: Perspectives on Dyslexia (newsletter), Bulletin
of the Orton Society (annual journal), included with mem-
bership of $25/yesr, or available saparately for $7.00.

The Council for Exceptional Children’s Division for Chil-
dren with Learning Disabilities (DCLD), 1920 Assaciation
Drive, Reston VA 22081. Phone: {703) 620-3660; Tol!
Free: (800) 336-3728.

Description: The purpose of DCLD is to promote the edu-

cation and general weifare of children with specific learning

disabilities through improving teacher preparation pro-
grams, improving local special education programs, resolv-
ing the research jusues, and coordinating activities with
other CEC divisions and with professional organizations
outside the Council structure. Membership: CEC $25/year,
DCLD S8/year.

Periodicals: Learning Disability Quarterly is issued to the
membership four times a year. Content includes educational

articles with an applied emphasis that focuses on learning -

disabilities. LDQ is available by subscription to nonmem-
bers ($12.50 per year -domestic; $16.00 per year PUAS,
libraries, and other countries). Single copy price is $3.50.

REPRINTED WITH PERMISSION BY THE AMERICAN COUNCIL ON EDUCATION/HEATH RESOURCE CENTER

[ EHIC} A Product of the ERIC Cleannghouse on Handicapped and Gifted Chiidren
1920 Association Drive, Reston. Virginia 22091
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Box 1482
A Project of the Parents’ Campaign for Handicapped Children and Youth Washington, D.C. 20013

GETTING TO KNOW EACH OTHER

A reading 1ist to help you learn more about
children and youth who have handicaps

a

A little nursery school child, born without arms, was queried by a
worried older child, "What happened to you?" The young boy answered — ‘
simply, openly, honest]y — "I came that way.! As we read and learn, and .
our knowledge about handicapped people increases, let's have all our feel-
ings and communications open, and direct and honest. WWe all should be able
to say, "I came that way." That's the way it is — let's move on from here.
There's 1ife and love and meaning in the world for all of us.

“young people — all of us need to know more about what really makes us more
alike than different. These books are not technical. They're written in
response to the need to know more about handicaoping conditions. Some are
by lay people who want to share their experiences, and others are by
profess1onals who have gathered he]pfu] information.

‘ This readingvlist is for you. Parents, professionals, handicapped

Share these books with 11brar1es Ask your librarians to set up a
shelf so that everyone interested in the rights, the needs-and the hunanness
of handicapped people can find the books quickly.

Maybe you are planning to volunteer your services to a group of handi-
capped children, or to an individual child, or to a classroom. As handicapped
children are "mainstreamed," all kids benetit. With knowledge and understand-
ing, attitudes change.

Groups .can read and benefit. If you are a member of a Parent-Teacher’
Association or a church study group, or an organization of parents of handi-
capped children or a Lions Club or a Kiwanis Club - use these books. The:
groups are all good forums in which to learn and share knowledge oF handi-
capped individuals — our fellow citizens.

Employers, workers in industry and people who are trying to open oppor-
tunities for handicapped job-seekers need to learn more about how to break
down age-oid barriers to employment of the handicapped. These books will
help efforts to change traditional work patterns.

(over, please)




Some of the books can best be read together -- parents and child,
teachers and parents, teachers and children. As you read, questions come
up. Understanding develops as you discuss and explore.

It should be remembered no book i$ the final word . . . we are all
lTistening and learning. There is fresh enjoyable reading here, too, as
the fine honing of pain brings a bright burst of humor.

Read and learr, share, discuss, explore, disagree with and enjoy. We
hope that you will interact with these readings and that your interaction
will be a catalyst for more caring -- and for more action.

%ok dodededdeokdekkkkkkok

BOOKS FOR YOUNGER READERS

ABCUT HANDICAPS

By sara Bonnet Stein, Wélker and Company, 720 Fifth Avenue, New York, New
York 10019 (1974) 44 pp.

Designed for children and grown-ups to use together and separately, and deals . .
honestly with a little boy's feelings about a disabled playmate. It has easy-

to-read type and fine photographs to help a child sort out the truth from

imaginings he may have about handicapped people he meets. o

ANNA'S SILENT WORLD . :
Text and photographs by Bernard Wolf, J. B. Lippincott Company, East Washing-
ton Square, Philadelphia, Pennsylvania - 1105 (1977) 48 pp. {

Anna was born deaf. Although her hearing loss is profound, Anna has learned
to speak and to understand people around her. Therapy enables her to go to
school with children who have normal hearing. ’

CHALLENGE OF A HANDICAP _
By Caroline Clark Myers and Walter B. Barbe, Highlights for children, 2300
West Fifth Avenue, P.0. Box 269, Columbus, Ohio 43216 (1977) 33 pp.

I1Tustrated with watercolor sketches and photographs, this bbok]et is a
collection of stories and articles about persons with handicaps. It is
designed to give young people some idea of what it is like to be disabled.




CONNIE'S NEW EYES ,
Text and photographs by Bernard Wolf, J. B. Lippipcott Company, East Washing-
ton Square, Philadelphia, Pennsylvania 19105 (1976) 95 pp.

Connie David has been blind since birth and is about to begin her first full
time teaching job. She is also about to become the owner of a guide dog.
Sensitive photographs and text show how a Seeing Eye puppy is raised and
trained. For all ages.

DON'T FEEL SORRY FOR PAUL

Text and photographs by Bernard Wolf, J. B. Lippincott Company, East Washington
Sgquare, Philadelphia, Pennsylvania 19105 (1975) 94 pp.

About a physically handicapped seven year old with a real zest for life.
Excellent photographs -- a]ong with written explanations of how he uses his
prosthetic devices. Paul's everyday life includes school, parties, and horse
shows. Any age could learn from this. ' v

FEELING FREE

By Mary Beth Sullivan, Alan J. Brightman and Joseph Blatt, Addison-Wesley,
Children's Books, Gerneral Book pivision, Reading, Massachusetts 01867
(1979) 188 pp. i

Introduces young people to their disabled peers by us1ng short stories,
photographs, games, draw1ngs and activities.

LISA AND HER SOUNDLESS WORLD

By Edna S. Levine, illustrated by Gloria Kamen, Human Sciences Press, Inc.,
72 Fifth Avenue, New York, New York 10011 (1974) 30 pp.

A lovely story about Lisa and the ways she learns to communicate with others
-- by lip-reading, hearing aid, sign language, and finger-spelling. For the
young. reader.

MORE TIME TO GROW

By Sharon Hya Grollman, Beacon Press, 25 Beacon Street, Boston,
Massachusetts 02108 (1977) 98 pp.

" A good short story that'will help every parent and teacher explain to

children the words "mental retardation." Also includes questions to think
about, activities for children, a guide for parents and teachers, and
recommended resources on retardation.
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BOOKS FOR OLDER READERS

THE ABC'S OF HANGING ON
By Betty Oliver, Claitor's Publishing Division, 3165 South Acadian at I-10,
P.0. Box 3333, Baton Rouge, quisiana_ 70821 (1976) 118 pp.

Betty Oliver, a parent of a disturbed child, has written a helpful, practical
book for other parents who are faced with the need for a fresh approach to a
difficult task.

THE ACORN PEOPLE
By Ron Jones, Abingdon Press, 201 Eighth Avenue South, Nashville, Tennessee
37202 (1976) 75 pp. ‘

A warm. sometimes funny, account of counselors and a group of handicapped
kids and their adventures at summer camp.

AUTISTIC CHILDREN: A GUIDE FOR PARENTS AND PROFESSIONALS

By Lorna Wing, M.D., D.P.M., Brunner/Mazel, Inc., 19 Union Square West,
New York, New York 10003 (1972) 157 pp. _ =

Informative and down-to-earth. Dr: Wing describes autistic children and
their special problems of communication and behavior. She gives suggestions
about education and management of these special children.

THE DISABLED AND THEIR PARENTS: A COUNSELLING CHALLENGE

By ILec "Buscaglia, Charles B. Slack, Inc., 6900 Grove Road, Thorofare, New
. Jersey 08086 (1975) 393 pp.

A strong, well-documented appeal to teachers, physicians, psychologists --
all people in the helping professions. Focuses on the deep, largely unmet
need of disabled people and their families for help in dealinj with their
feelings as they cope realistically with disabilities. An outstanding con-
tribution.

DOES SHE KNOW SHE'S THERE?
By Nicola Schaefer, Doubleday and Company, 501 Franklin Avenue, Garden City,
New York, New York 11530  (1978) 235 pp.

In this book, Mrs. Schaefer tells the story of her daughter, who is a severely-
involved, nonverbal, retarded cerebral palsied teenager whose presence in their
family is a happy fact of life. While she acknowledges the difficulties of

her daughter's daily care, she expresses the positive things that have come
from having her at home. Her battles for better short and long term care
arrangements for severely handicapped people are outlined; although she is
Canadian, her experiences with this frustrating process will sound familiar

to parents here in the United States, also.

'4' ' nd
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ELIZABETH

By Sharon Ulrich, University ¢ * Michigan Press, 615 East University,AAnn
Arbor, Michigan 48106 (19:2) 122 pp. N

This is a beautifully written biography by Elizabeth's mother. The discovery
of her daughter's blindness a- two months enabled her to get early infant
education. Commentaries by tvo experts who worked with Elizabeth offer help-
ful information.

THE EXCEPTIONAL PARENT :
Exceptional Parent Magazine, . O. Box 4944, Manchester, New Hampshire 03108
One-year subscription (6 issues) '

A magazine which_deals with the kinds of problems faced by all parents of
disabled children™\ In addition to articles filled with practical information,
it presents a lively forum for an exchange of parents' ideas and experiences.

GROWING UP HANDICAPPED
By Evelyn West Ayrault, The Seabury Press, 815 Second Avenue, New York, New
York 10017 (1978) 216 pp. '

Helpful advice and suggestions for bringing up a child who has a disability
are offered in this book. Behavior, discipline, problems of adolescence and
adulthood are among the subjects discussed.

- IS MY BABY ALL RIGHT?

By Virginia Apgar, M.D., M.P.H., and Joan Beck, Pocket Books, Division of
Simon and Schuster, Iac., 1230 Avenue of the Americas, New York, New York
10020 (1972) 542 pp. (paperback)

This is an informative, readable discussion of 'the causes, treatment and/or °
prevention cf many common birth defects.

JOEY (also published under the title: TONGUE TIED)
By Joseph John Deacon, Charles Scribner's Sons, 597 Fifth Avenue, New York,
New York 10017 (1974) 92 pp.

A heart-warming story of incredible courage and creative teamwork of four severely
handicapped men who wrote the story of Joey Deacon's life. Joey Deacon has cerebral
palsy which affects all four limbs and his speech. His autobiography brings to us
the vital message of the precious quality of life of each individual.

LEARNING DISABILITIES, A FAMILY AFFAIR

By Betty B. Osman, Random House, Inc., 201 East 50th Street, New York, New
York 10022 (1979) 224 pp.

Offers advice to a learning disabled child's parents.on counteracting classroom
failure, distinguishing among types of learning disabilities, keeping academic
learning disabilities from snowballing into behavior problems, and coping with
the imposition of a learning disabled child's needs on family members. It
contains information about diagnosis, what particular remedial experts do, and
suggestions about techniques of dealing with homework assignments.

. 7
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LIKE NORMAL PEOPLE
By Robert Meyer, Mctraw-Hill Book Company, 1221 Avenue of the Americas,
New York, New York 10020 (1978) 196 pp.

Well-written and unsentimental, the book describes the growing up years of the
author's retarded brother. Good description of what was happening in the field
of mental retardation during that period. You get a sense of how narrowly

the author s brother escaped being "thrown away." &

LIVING WITH OUR HYPERACTIVE CHILDREN
By Marvin L. Bittinger, Editor, BPS Books, Inc., Two Continents Publishing
Group, Ltd., 30 East 42nd Street, New York, New York 10017 (1977) 199 pp.

A useful and interesting book written by parents of hyperactive childréen. The
child in each family is different and the progress made, difficulties encountered
and management used, both medical and educational, are c]ear]y spe]]ed out.

SCHIZOPHRENIA

By Kayla F. Bernheim and Richard R. J. Lewine, W. W. Norton and Company,
Inc., 500 Fifth Avenuc, New York, New York 10036 (1979) - 256 pp.

The authors present a balanced overview of the many aspects of schizophrenia
in non-technical readable language. The book is current, well researched and
~informative for families and professionals. 1t is sympathetic and helpful to
families who are faced with the task of being the primary care giver to their
child or spouse in the absence of adequate community support systems.

SEIZURES, EPILEPSY AND YOUR CHILD
By Jorge C. Lagos, M.D., Harper & Row, 10 East 53rd Street, New York, New
York 10022 (1974) 238 pp.

This book is written in a question and answer format in an informative direct
style. Medical, social, psychological and educational aspects of epilepsy
are covered. Charts listing treatment, drugs, milestones of psychomotor de-
velopment, and familial risk factors are included.

THE SIEGE :

By Clara Claiborne Park, Little, Brown and Company, 34 Beacon Street, Boston,
Massachusetts 02106 (1967) 280 pp. NOTE: This book is out of print, but
is available in some public libraries.

Offers a parent's view of living with an autistic child. Mrs. Park describes
in great detail not only what she did to help her daughter, but how she pa-
tiently‘tailored her teaching to the child's readiness.
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SO YOUR CHILD HAS CEREBRAL PALSY

By Gil F. Joel, University of New Mexico Press, University of New Mexico,
Albuquerque, New Mexico 87131 (1975) 53 pp. (paperback)

Written by an adult born with cerebfa] palsy who has counseled families of
the physically handicapped. It suggests how parents can be most effective

in helping their child develop a positive self-image and in their own ability
to cope.

THE SPECIAL CHILD HANDBOOK
By Joan McNamara and Bernard McNamara, Hawthorn Books, Inc., 260 Madison
Avenue, New York, New York 10016 (1977) 320 pp.

Written by parents of five adopted handicapped .children, the authors provide
practical information on finding schools, programs, support and financial
assistance. Also has a directory of state agencies and organizations to contact
for additional help.

SPECIAL PEOPLE
By Shirley Cohen, Prentice-dall, Inc., Englewood Cliffs, New Jersey 07632
(1977) 177 pp.

Closely examines some of the prejudices toward handicapped persons. The book
also gives real insight into how these attitudes affect people.

TO RACE THE WIND :
By Harold Krents, Baritam BookS, Inc., 666 Fifth Avenue, New York, New York
lvuol9 (1972) 282 pp. (paperback)

" The autobiography of an irrepressible young man who insists that he make his own

way in the mainstream, not in a segregated blind world. His humor, love of life,
unquenchable demand for independence all contribute richly to self-realization
and success.

YOU ARE NOT ALONE

By Clara Claiborne Park with Leon N. Shapiro, M.D., Little, Brown and Company,
34 Beacon Street, Boston, Massachusetts 02106  (1976) 496 pp.

consumer's Union Edition, Consumer Reports, A087 Consumer's Union, Orange-
burg, New York 10962 (1976) 496 pp.

A comprehensive guide for people vwho want reliable information about emotional
problems, mental illness, and how to get professional help. It is straight-
forward and unbiased toward,any one method of treatment. The reading lists and
running summaries in the margins make it a useful source of information. This
book has been long awaited and is much needed.

NOTE: Closer Look does not stock or sell these books. You may find them at your
public library, or ask them to order the books you want. If you want a
personal copy, bookstores can order them for you or tell you how to order

" them from the publisher. We have omitted prices from this list because of
the difficulty of keeping up with the increasing cost of books.
1]
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From: Pediatrics, American Academy of Pediatrics,

March 1974,

+

Educational Materials
Notice: This Material May
Be Protected By Copyright
Law (Title 17, U.S. Code)

s

Developmental Screening of Preschool Children:
A Critical Review of Inventories Used in Health and
Educational Programs .

Helens S. Thorpe, M.D., M.P.H., F.A.A.P., and Emmy E. Werner, Ph.D.

From the Department of Pediatrics, School of Medicine, and the Dcpartment of
Applied Behavioral Sciences, University of California at Davis.

ABSTRACT. Five developmental sereening inventories, cur-
rently popular in health and educational programs, are com-
pared on relevant technical and practical criteria. All five
have limitations hecause ther norms are based on small
samples of children who are often not representative of the
children later screened, Until carefully  conducted  longi-
tudinal studies of normal children of different racial, socio-
economic, and educational hackurounds are available, these
inventorics cannot be wsed for prediction of future potential.
However, when administered hy a praperly trained person,
each of these procedures can he tned as a narrative deserip-
tion—if not a_numerical seore-a profile tor plasning the

health and education of the preschool child, Pediatrics,

53:362, 1974, CHILD DEVELOPMENT, SCHEENING. DENVER
DevELOFMENTAL, HEAD START, INVENTORIES, PRESCIOOL,
$CHOOL READINESS, Tuogee DiLVELOPMENTAL.

This paper is intended to aid pediatricians and
psvchologists in comprchending the similarities and
differences between commonly used inventories of
child development. Although applications and in-
terpretations are discussedd, the administration of
these tests or surveys requires special training, with
close study of dircctions, for which the references
in the bibliography should be consulted. After con-
pleting such training, the pediatrician shonld be
able to administer these inventories himself or dele-
gate the procedure to trained nurses, cducators,
psychologists or paraprofessionals.

WHY DEVELOPMENTAL SCREENING?

All children develop psychomotor functions that
follow progressive sequences along four separate,
distinctive patterns.'”’

1. Gross motor abilities emphasize the integra-
tion of the central nervous and musculo-skesetal
systems.

11, Communication skills include comprehension,

expression, hearing and speech.

{1f. Fine motor skills require cye-hand  co-
ordination,

IV. Personal-social behacior velates to sclf-care
and interaction with others.

Becavse of genetic and  environmental  factors,
children may exhibit individual variations in devel-
opmental rates in cach of these categories.

Prior to 1966, developmental screening was the
responsibility of highly skilled, trained psycholo-
gists und pediatricians. Tt was also the technical
tusk least delegated by pediatriciany to allied health
workers.* Since the late 1960 health compouents
(staff. and services) have been incorporated into
publicly funded preschool programs, allowing low
income families to have new sources of care!™ "
Title XIX, the early periodic screcning diagnosis
and treatmient program.'* ' requires developmental
screening as part of the health screening for chil-
dren who are welfare recipients. In addition.
middle class families are requesting similar health
services. Thev often seek developmental screening
from private medical care prior to cnrolling their
children in private or public preschool programs.

During the last decade, developmental sereening
procedures have been designed by pediatricians.
psychologists. and educators in an attempt to pro:
vide toals that could be used by paraprofessionals
and professionals alike to mecet the increased need
for developinental screening. Although a compre-
hensive review of infant and preschool tests ap-

(Received December 18, 1972 revision accepted for pub-
lication September 4, 1973.)

ADDRESS FOR REPRINTS: (H.S.T.) 805 Oak Avenue,
Davis, California 9561G.
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peared in 1965, the five developmental- screening
tests or inventories now most trequently used had
not then been developed.

This review will, therefore, compare the practical
and technical aspecets of (1) the Denver Pevelop-
mental Screening Test (DDST)' ¢ (2) the Head
Start: Developmental Sercening Test and Behavior
Rating Scale (HSDSv 2 (3) the Coopserative
Preschool Inventory (CPL)#-'1 ()
Readiness Survey (SRS)"'#+ (5) the Thorpe De-
velopmental Inventory (TDI) 2641

Tables 1 (L HL IV and V Present a comparative
summary of the items in the five developmental
i entories by the foar categories of skills assessed.

This wcludes alt the items of the TISDS, CPL, SRS;

the School

and TDL It includes all the items for ages 3 to.6
years that could potentially be asked on the DDST.

PRACTICAL ASPECTS

As indicated above, all five inventories are in-
tended for the assessment of a child’s developmental
status prior to intervention and at pcriodic intervals
after specific edncational and health programs have
been introduced. The greatest p()tcntiaﬂ use of these
screening methods is in a setting of continned care
of the individual child. Therefore, unlike the
familiar milestones of developient, they are not
designed to yield age equivalents. Nor are horizon-
tally parallel items in Table I intended to indicate
expectation of similar age at accomplishment.

TABLE 1

Comparison OF Tita CONTENT OF FIVE DEVELOPMEN 1Al SCREENING INVENTORIES®
I Guross NMoror ABitiies

Culezory of Shall DDS 1T 1HSDS

Recorded only at Not asked
ages 1112 o

Can be passed by
reportt

orrs, T=13 yr)

Cunn be passed by

I Wk torwand

SO hachsards
1 part
aots, 1 3=1 10y

Nospeafied e on Norms b o Luer

tloor ¢ 3.6 34 than DDST
-3 0

5h b+)

o borsward heel-toe

4 Hackward heel-toe 14 9-6b+4)

Shill observed on
one foot unly
Norms b o calier

DDST

Faaminer 1s re-
quied to olnerve
shill of ondi one
foot (4 b-b vr!

3 Budanee tight
foot 11t foot
[ ee

than

f-5.01

Skl of only one
tout required
Norun b yr carlier
than DDST

(y 4y1)

Shitl of only one
loot regunced
Novms |yt cavher
than DS

-1y

b Hop vight foot
lett toat

7. 5hip alternaiing Not asked Not asked

feet

* Abbreviations
Tt not vopyrighued s,
DL Thorpe Devedoppental bnsentory teopy righted)

I achmventary s adinanntocd by one ac

doihe Just one skl wnea

“Jamp' is only

Not asked

DOST, Denser Developmental Screening Test (copyrighted); HSDS, 1lead Siart Developmental Screening
CPI, Cooperatine Preschool Tuventory (copyrighted); SRS, School Readiness Survey (copyrighted); and

T

Pl pYIaY

Al ites are observed

Separate scoring  for
child’s response to
spoken directions or
following visual ex-
aiples (>2-3 yr)
(>2-3 yr)

Nu observational nens

Parents answer yes or
no to whether their
child can

. walk backwards

2. stand on one foot

gross motor
skill asked

<

H-lsee
. alternate feet
walking dowustairs -
4. walk a straight ine - Masking tape line on
floor (3-0 yr)

(3.6-5.6 yr)

Skill of cach foot re-
corded (3.6-5)

Skill of cach foot re-
corded (3.,9-5)

(5-6 yr)

Not asked
L4

Jult wieracneg with one child, None of these inventaries is performed by a serics of adults

Nutius (years and or years and wionths parentheses) are indicated when 50¢, 1o W4 of healthy children have the given de«

velopmental skills hosed on the st

whardized perforinance of children repored for cach inventory. Thiy age-range normniog is available

only tore the DDST, HSDS and the THL CPLgves o child one point for cach correct response for a total seore of b pussible. SRS
gives potitseores which are imterprewd ws ready for school,” “horder-line ready,” or “needs o develop.”
t Report items can be passed by parept history report and are not sovred differently from observed data, The examiner is not

requnrecd 1o observe these items.
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" . - 'FABLE 1T A

I1. CoumunicaTION *nuu: SetF-IDENTUY AND SEN

Catrgory q/ Skell

}. What is your

npsi

IISI)S P!

May be passed by  May be pasu'd hy Chnld st know

name? reportt reportt meanings of “first”’
(.6-3.49) Norm is | yr later and “last” 10 answer
than DDST questions
(J 4.11)
! 2. Are you a boy or ~ Not asked Not asked Not asked

a girl?.

3. What do you do

Child's exact re-  Samie item as Exact response s not

when you are sponse is ot DDST. Norm recorded
-—hungry? recorded is 6 no later “Pass” means a “logi-
—slecpy? Examiner interprets  (3.6-4.8) cal” answer was
—coid? and gives a pass given to

if 2 of the 3
guestions are

~—Who do you go 0 if
you are sick?

answered with ‘—Where doyou find a

logical response boar?

(3-4.3) —Where do you buy
- gas?

—-When is breakfase?

—Where do you find
a lion?

—What does molhn
do?

—\What does a dentist
do? \ teacher?

Not asked

4. What do you do
when you want
to cross the big
street and many
cars arc coming?

5. What do you do
when you lose a
toy?

) ‘

Not asked Not asked

.~ Not asked

Not asked Not asked

* See Table 1 footnote.
t See Table | footnote.

TABLE U B

ComtAr$ON o TEM CONILENT o Five DEVET OPMENT AL SCREE

ComParisoN oF Lies CONTEN G or FIVE DEVILOPMENTAL SCREFNING [NVENTORIES®

Not asked

. “_ s
tencE Usk
sky ! 101
Tell full name l'.x.nclr«'sponsc
recorded (2.6-4)
Not asked (26-4)
Not asked l.xact response is re-
corded and scored
for  appropriate-
ness, length of
phrase, or sen-
tence, and use of
pronouns
- hungry (2.6-5)
—slecpy (3.6-5)
—cold (3.6-5)
Parent history: Nshed and exact
question on child’s  response is
understanding of recorded
how 10 cross a resi- {4-5.6) -

cdential strect safely

Asked and child's
£Xact response -
recorded (4-5.00

NING INVENTORIES®

[1. CoMmuNiCATION SKiL.LS: Couurm;nsufm AND EXPRESSION

ori

N (,cm;ol; q/ st Dhs1 HSDS Shy Thl
|. Pomnt to “l’au" indicates child  Same itein as DDST  Chald recognizes red,  Color recognition Response to eisch
~—red recognizes any 3 of Pass by reportt yellow & blue ob- is not asked color is separate’
~—yellow the 4 colors Norm is | yr later jrets ~ recorded:
—blue Muay be passed by re-  (4.4-5.6) Child uses yellow, red & yellow,
—green portt (3-4.9 purple & orange 14.6-5 yr)
crayons on record blue & green,
form (40 yr)
2, Name Not asked Not asked Naine black & red Nawe 7 colors:red, Name red & yellow
N —red yellow, blue, -5.6)
—yellow pink, urange, Naine blue & green
—blue green & purple (4.6-5.0) ‘
—green , :
-
F G
Q 1 by
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TABLE 11 B (Coniinied) -
Category of Skitl DDY HSDS® < P SRS ™1
— e e e B, e e S ‘
- 1 Prepositions “Paxs” if child fullows  Same iteh as DDST Prepusitions are part  Not asked Under and on,
—under any 4 of 4 dircctions Norms | yr later of questions niea- (2.6-3) '
-on correctly (3-4.4) (4.6=-5.4) suring 3 concepls Bchind & in front
—behind at the saine thne of (3.6-5) ~
—in front of - - ’
1 Points 10 Child is required 10 Child identifies | Child shows aduli his  Not asked (2.6-13)
Lody parts identify only 1 body body part 1o pass shoulder & heel, Child identifies
part to pass Puss by reportt Child naswis finger, five parts
May be passed by (X XY knee & clbow
reportt
Asked only at ages 14- -
24 o (1.6-2 yr) L A
5 Right,let- Not asked Not asked Not asked Not asked (5.6-6+)
wdenuf -a- ' )
tion ” ) .
- — e — - — b
: |-
u Count No numerical or quan-  Not asked How many cyes? Child points & Four objects (4-5
4 abjects titative concepts are ' Count to 5 counts:3,6,9,5, ° yr)
7 vbjects screened How many wheels on 7,4 and 24 boxes, Scven objects
2 abjects a bike, car & trike? on u page of the (4.6-0)
How nany corners “record book ‘Two objccts
on a paper? (3.6-4.6)
How many toes?
7 Repeat 2 Not asked Not asked Not asked Four digits dnly 2 (2.6-4)
digits — No items screen short- ’ . 3 (3.6-5) . ’
three teri erbal 4.(4-5.6) -
four memory .

t Recogition

Children ages 14-28

" No iteins screeit

No picture vocabu-

Child names 20

Child nages 18 pic-
tures in Spanish -

vacabulary o are asked to recognition vocab- lary or speech small pictures
and arucu- nane | of 3 pictures ulary or articula- sounds are screened  presentedinrows  or English
lation presented together tion of speech ) . of 5 (1 in) line  Each picture is pre-
Pictures are of cat, sounds ~—drawings. Child sented individu-
bird, horse, flog & points to 12 pic- ally .
maugy tures named by  Articulation of 17 c,
Thesc are not drawn atiuly sounds is recurded )
3 to relative siZe i
~ Info on articulation is
not obtaincd '
g 9 Nane plurals  May be passed by rc-- May bé passed by re- Not asked Not asked (3-4.6) -
port} (2.3-4.3) purtt (2.6-4.8) i~ .
- — - - , .
1 Describe “Pass” if child answers  Same adininistration  Not asked Six asked * * Six asked ‘ L - .
2 of 3 questions s DDST R : it (3-5 yr) 4 .

()pposilts

11 Description of
ohjects
pictures
words

correctly (3-5.6)

Child defines fi out of 9
words

Not *“culyure free’
(7-6 yr)

* Sev Table 1 footnote.
t See Fable 1 footnote.
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Noris are 6 1no later
hu-t4)

13

»

T

Not asked with ob- Child asked 10 tell  Not asked

jects or pictures

which way watcr
falls, how a record
gocs, which way a
feeris wheel turns

-

“Three objects, two
pictures, five
words - . ,
Separate nogms. for v
each itemn

P
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TABLE 1H

o Comparison oF Tiem Content o Frve DEVETOPMEN AL SCREENING INVENTORD §°
L Fane Moter Sk

~

Cuiegory of Shill DIAYS

HSDS

i. Handedness using  Not recorded
crayons; conient
~fspontancous

drawing

Not recorded

Child is asked o
enpy unnined
object (2,60-3.8)

Chald is asked to
copy unnamed
object 12.6-3.b)

.
2. [haw 4 urcle

($.4-4.0)

Iiraw a cross '\> Child is asked to
copy unnamed
object (3.6-4.6)

Latate (4.06-0)
Copy (5-b)

Draw a4 box Tmitate (4-5.6)
v Copy (4.6-0)

Three parts

3. Draw a picture of  Jlhree paris
{4-5.)

chiid hke bimsell 49
Six parts (4.9-6

Not asked

4. Completing outline  Not usked
of incomplete
man

* Sce Table | footnote.

»
w

All items on the CPI, SRS, and TDI arc admin-
istered. For the DDST and HSDS, the examiner
varies the number of items asked, depending on the

Six parts (3.2-0+)

child’s age and success or failure in doing the in- .

ventory. Scoring of the DDST depends on the
number of items passed or failed in relation to the
response of the nommative sample. A failure on the
DDST is the inability of the child to do a series of
items at an age when 90% of the normative sample
correctly performs these items. The normative
sample contains relatively few low-income or
minority children. The scoring of the HSDS is re-
lated to norms of 900 Head Start children who do
colors and preposiiions one vear later, tandem walk
six months later, and balunce and hop six months
carlier than&he IYDST normative sample. The CPI
and SRS convert items correet to a nunther score,
with interpretation dependent on the child’s age,
The TDI records the child's response in descriptive
terms. The TDI record is then coded for computer
analysis of responses by items and qualitative
scores. Raw scores and cquivalent scores have heen
calculated for each 6-month age range, from ages
3 years to 6 years, and are based on over 3,000

r
Jss DEVELOPMENTAL STREENING

Not recorded

Child is asked to

el Sy 101

Recorded

Drawings are reviewed
and scored

No fine mntor skills
observed

-

Parent history: Recorded separately if

“Can your chebd

copy unnamed child follows spoken
object draw or copy a ditections or imitates
! plus, box and a example (2.6-4)
ball”?
— e S
Not asked Not asked (3.6-4.1)
Copy (4-5.0)
Not asked Not asked Age 3 -2 parts
6 -3 parts
+--4 parts
b D parts
S8 =6 parts
/ H.0—-7 parts
Not asked Not asked Drawings reviewed and

quantitative scoring
done

@

Culifornia children from migrant, Head Start, par-
ent participating, and private preschool programs
The TDI score correlates developmental data with
health data. -

TECHNICAL ASPECTS

The potential user of the developmental screen-
ing inventories (whether administered by himselt
or another) should be aware of the following
limitations.

The sample of children employed in standardiz-
ing cach ot the inventories may not be representa-
tive of the populations to which these progeddres
are applied. This iy evident particalarly. for the
DDST and SRS, For example, the  Menninger
Foundation r(-purtv(l in a recent review: “From our
clinical use ot DDST we have had some reason ta
question the circumseribed geographical selection
of the sample and applicability of nonns in screen-
g children from lower  sociocconomic  grovhsy
especially in the Language area.”s* Only three of the
developmental inventories (the HSDS, CPI and
TDI) have included Hekd Start children in their
standardization samples. Only the TDI has a re-




cording foun in Spanish and norins on children of
migrant farm workers,

The rcliability of the inventories is hased on
tester-observer and test-retest studies from small
simples and heterogenous age ranges that were
tested at widely different intervals (DDST)* or on
vet unpublished studies (TDI1). No evidence of
tester—ohserver or test-retest relial)ility has, as yet,
been published for either the HSDS or CPL. A
common problem in reliability is illustrated by a
Philulelphia study of 104 children from low-income
familics (654 Puerto Rican and 35¢ Negro)=*: four
trained first-year medical students achieved a reli-
ability between examiners of 62¢ to 79% (DDST)
with variability in judgment based on examiner’s
uncertainty in recording child’s nonresponse  as
falure™ or “refusal” Tt was noted that history
from parent was NOT equivalent to obscrvation.

The validity of all five inventories is based on
age differentiation, or on correlations with concur-
rently  administered  other tests  or ratings by
pediatricians, parents or teachers. Some . of the
results of validity studies of the most publicized
test, the DDST, are not as encouraging as one
vould hope for.™ For example, a concurrent va-
lulity study of the DDST by Frankenburg et al.
mislibeled normal children over the age 30 months
a abnormal, Forty-two percent of the children
woring in the normal range on the Revised Yale
Developmental Schedule {RYSD) were called ab-
rormal on the DDST. Both tests were given by
professionally  trained  examiners.”' In  Hawaii
Head Stait projects, trained aides screened 208
childien with the DDST. The correlation between
the aides” DDST scores and psychologists’ Stanford-
Binet 1Qs for the same children was only .30.22 A
Philadephia study*? of 373 Negro children from low-

income families showed abnormal ratings based on
o consistent pattern of refusals, not incorrect
responses. Motor, language and fine motor skills
were markedly delayed compared - to original
DDST norins.

Predictive validity is lacking for all five inven-
tories. This would require follow-up studies show-

ing the relationship of the results of the inventory -

to certain relevant criteria which are independently
ascertained. These could include grade retention,
special class placement, school adjustment and gen-
cral academic success several years later,

INTERPERSONAL ASPECTS OF
DEVELOPMENTAL APPRAISAL

A wide range of adults, from indigenous nonpro-
fessionals to professionals with varying child devel-

- opment backgrounds, are given new responsibilities

in developmental screening.'” Thus, the skills which

were previously delegated to highly trained child -

psychologists and pediatricians are being practiced
by less trained individuals. This may create prob-
lems in interpretation of the inventories.

A screening instrument, even the simplest, is only

“as good as the sensitivity of its user to the behavior

of young children. The examiner must understand
the importance of nonverbal clues from facial ex-
pressions, eye movements, and gestures, The rap-
port established between the adult and child, as
well as the examiner style, will influence the
child’s performance, '

The examiner should be capable of spontaneous
and varied delivery so a relaxed and inviting
atmosphere can be maintained. The approach to a
child aged 3 to 6 years is different from the ap-
proach to infaats or toddlers or to older children.
Instructions to the child must be brief and clear to

TABLE IV

Clomp arisON 0F Liem CONFENT O FIVE DEVELOPMEN AL SCREENING INVENTORIES®

IV Personat SoCtal ApaPtIve SKinis

I Open and close Pass by reportt (3-4.4)

SRS No standard method to
s Bunon and unbutton obsserse self-skills
DTS

i Zip up and down

4 Open and dose belt buckle

v 1ace shoes

- Tie shoc lace bows

7 Dok from cup without
ypilling

* See Table 1 footnote,
! See Table 1 footnote.
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Category of Skl nhyt HSDS crl

Pass by reportt None asked

SRS D1

Fach item observed
with standardized
button hook

Norns for cach item

History of
button and
ip skills
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TABLE V

CouparisoN or ltem CoNTENT of Fivi. DEVELOPMENTAL SCREENING INVENTORIES®
V. HEALTH DaTaA

Category of Skill DDST

HSDS ' Pt SRS TDI

1. Health history -Not asked

.2. Parent data

3. Vision and hearing
screening

Not asked"

Not asked

Not asked Lntegrai part of
recording form
Essential for interpret-
ing developmental

data

T

* See Table I footnote.

adapt to his short attention span and easy distract-

ibility. The examiner must be alert to signs of
fatigue, drowsiness, fear and inattentiveness, and

appropriately adjust or postpone the screening. A -

preschool child is particularly sensitive to interper-
sonal aspects of this encounter. It takes time and
patience to overcome Sshyness, distractibility and
negativeness which are normal behavioral charac-

teristics of this age range. Thus, the examiner stylg,

is best developed by a thorough training program.

TRAINING FOR PROFESSIONALS AND
PARAPROFESSIONALS IN
DEVELOPMENTAL SCREENING

Of the five developmental inventories, only the
DDST and the TDI have specific training programs
aimed at different levels of involved health and
educational staff. :

Information on the DDST was initially read by
physicians in the pediatric literature.” Kits and
manuals became available at no cost from Mead
Johnson. Medical students, interns, residents, and
pediatricians in private practice soon had access
to the manual, kit and forms. Preparation for use
has consisted in many instances of reading the
manual and “trying it.” Thus, the professional using
his own background, knowledge and skill has
adapted these “Gesell” type items to his own clini-
cal needs. There are probably almost as many
versions of performing the DDST as there are
physicians using it.

The American Academy of Pediatrics, in its
Standards of Child Health Care,* suggests the
DDS'\ or items adapted from it as a screening tool
and includes a copy of the form and some instruc-
tions for administration. However, it omits guide-
lines for minimum numbers of items to be per-
formed, the criteria for interpretation, or the need
for training. All of these are essential in decreasing

the over-referral of normal children, especially by

paraprofessionals.
Nurses affiliated with nursing schools, state and
junior colleges, health departments and regional

166

centers have introduced their version of DDST to
public health and school nurses after attending 40-
hour workshaps in Denver. A review of a sample of
such workshops in California and interviews with
faculty and participants reveals the following: the
participants in the workshops are not required to
perform the inventory on any specific nunber of
children in each age range. There is no standard-
ized, supervised practice requirement for inter-
examiner reliability for these workshops. It is as-
sumed that self-motivation il guide the proper
use of DDST. This practice is in contrast to the
recommendations by Frankenburg and associates
who have reported on training-indigenous health
aides.”” Their suggestions include tutorial approach
for one or two trainees and uniformn prepared
format for ten or more trainces. The latter would
include written material and films for consistent
presentation, role playing and supervised practicc
experience. The authors note with caution: “Pro-
ficiency of test administration or -observation de-
creases when the aides no longer think their work
is heing checked. Therefore, to assure a high level
of screening accuracy, it is important to make peri-
odic cherks of screening results.”:s '

The same cautionary statements should be made +

in the use of the other four screening inventories
which are being used with increasing frequency,
predominantly in preschool programs.

The Head Start Developmental Screening Test
(HSDS)** was distributed by Head Start since
1968 without manuals, kits or standardized training
programs. In 1970 to 1971 it was used in fewer than
6% of the sample of Head Start projects surveyed by *
national monitoring teamns.” The staff did not know

how to perform it, what to'do with the data, or how

to share it with parents or health professionals.
Pediatric consultants were unaware that the norms
in this modification of the DDST were different. O
the HSDS a child is considered normal, rather than
delayed, if he passes items on color and on preposi-
tions a year later than is acceptable on the DDST.
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The Cooperative Preschool Inventory*™ * is com-
mercially distributed by Cooperative Tests and Ser-
vices. As prepost gains have been used as criteria
of effectiveness of preschool instruction in Cali-
fornia,** teachers are credited for “gains in points.”
Thus, the lower the pretest and the larger the gain,
the more credit is given to the tcachers instrue-
tional elfort. No studies have been conducted of
reliability between examiners perforining this in-
ventory in these preschool programs. - ¥

The School Readiness Survey is commercially
distributed by the Consnlting Psychological Press
with directions in the form serving as the only re-
(uired preparation prior to use.™

The Thorpe Developmental Inventory has a mini-
mum of ten hours of training programs for nurses
and educators. A consistent format of slides, films

and videotapes, role-playing and supervised prac-

tice supplement the instrictionai manual.** The
inventary can be performed and recorded in
Spanish for children who are not bilingual. The
record contains descriptive as well as interpretive
duta. Health data and behavioral data are integral
parts of the recording form.

SUMMARY

Five developmental screening inventories cur-
rently pepular in health and educational programs
are here compared on relevant technical and prac-
tical criteria. All five have limitations because their
norns are not universally applicable and hecause
mfonnation is as yet limited on reliubility and
validity. Until carefully conducted longitudinal
‘tudies are available, the predictive validity of each
mventory is unknown.

\ tool is only as good as its nser. Reliable per-
formance is directly related to the preparation,
training and supervision of the examiners. Not until
these aspects are standardized can it be accepted
that a developmental appraisal is made adequately.

Developmental screening is an essential com-
penent of health and educational evaluation of pre-
school children. The adult who performs this
screening may bhe a pediatrician, or a nurse, or. an
cducator, or a paraprofessional. The most important
factors are the skills the adult has in relating to
children and. the knowledge an adult has in
praper administration and recording of the screen-
ing tool. Interpretation and referral shonld bhe
accomplished by skiiled pediatricians, psycholo-
gists, and educators.

Developmental screening inventories are human
instruments and designed for human purposes. By
themsclves they treat no patients, educate no chil-
dren, solve no social problems. But in the hands of
skilled professional or paraprofessional workers

they can help in all these undertakings.«
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Professional Compet:nce '

Abstract
This paper presents the argument that serious problems exist with
regard to the competence of pr-~fessionals involved in the assessment of
exceptional childfen. The argumert is presented through citation of
opinions and perceptions related to problems in professional performince,
‘review of research on professionals' test scoring skill, and discussion of
" research and documentation related to the placement of children in special
education. Recommendations for improving the competence and performance of
professionals are also given. These include suggestions for research aihed
at identifying specific areas of training need for particular groups of
professionals, inservice efforts to address areas of documented training
.need, and consideration of a performance;l;ased certification system o ‘
assure adequate levels of professional competence. Only through such
comprehensive evaluation, training and certification efforts can quality

assessment services be provided and maintained.
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Professional Competence
and the

Assessment of Exceptional Children

Recently, a great deal of co.cern has been expresse& regarding rhe
adequacy with which children are assessed for identification of hand:.-
cap, diagnostic classification, educational placement, and instructisnal
programming. Much of this concern has focused upon the quality of assess-
ment tools presently in use (e.g., Salvia & Ysseldyke, 1978; Wallace &
Larsen, 1975). Concern has also been expressed, though far less adamantly,
over professionals' tendency to bias judgments as a result of pupil
characteristiss such a§ sex, race, physical appearance, and diagno;tic
label (e.g., Foster & Salvia, 1977; Gillung & Rucker, 1977). This paper,
while recognizing that concern for the quality of tests and the problem

of bias is legitimate, raises a third concern: that serious problem-

exist with regard to the competence of professionals involved in the

~educational -~d psychologicél assessment of children. The paper wil:.

discuss this concern by (a) citing opinions and perceptions related

to problems in professional perforﬁance, (b) reviewing research on
professionals' test scor.'z skill, and (c) discussing research and
documentation related to the placement of children in special education.
Suggestions’ for improvement of professional performance in assessmenl will
also be presented.

Professional Competence and Assessment: Opinions and Perceptions

Numerous opinions and perceptions regarding the competencies of

those involved in the assessment of children have recently been repo ted

17
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in the professional literature. Ysseldyke (1978a, 1978b) believes that
many school personnel administer and interpret tests without the training
to do so. He believes thes: personnel fail to consider the technical |
limitations of the devices they .se, fail to account for the reliabilicy
of difference scores when conducting profile analyses, and are genera'ly
unaware of the nature of the standardization samples for tests they use
daily.

Garry McDaniels, director of the Oftice of Special Education's
Division of Assistance to States, notes that professional competence in
the selection and administration of tes;s for placiné children into
programs for the learning disabled is an issue of concern (McDaniels,
1979). McDaniels also notes that the two issues most frequently encountered
in regard to implementation of PL 94-142 relate to measurement practice
and personnel training as opposed to improvements in the technology of
measurement.

A perception of frequent misuse of the Illinois Test of Psycholinguistir
Abilities (Kirk, McCarthy, & Kirk, 1968), a widely used special educa ion
assessment tool, 1s reported by Kirk and Kirk (1978). Kirk and Kirk
state that many examiner~ fail to follow procedures.given in the test
manual and hence inappropri.tely use the ﬁest.

"Overzealous and incorrect interpretations of test results' are
seen as partial cause for widespread criticism of intelligence testing,
by Salvia and Ysseldyke (1978, p. 457). These authors believe that
such incorrect interpretations are evidenced to a greater degree in e/ary

other kind of standardized testing of school aged children.
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MacMillan and Meyers (1977) see signs of inadequate preparation in
some assessment personnel, They state that one means of complying with
the nondiscriminatory test.ng provision of Public Law 94-142 is through
lssuance of guidelines for cert. fication, and enactﬁent of procedural.
safeguards designed to combat abuses to children resulting from irre-
sponsible administration, scoring, and interpretation of tests.

Bransford (1974), too, believes that many training programs do not
adequately prepare professionals for the assecsment of children. In
particular, such programs are deficient in imparting techniqueé for
establishing rapport, and in teaching analysis and interpretation of
assessment data, especially in regard to the evaluation of minority
children. \

The presence of inadequately prepared professionals on assessment
teams is also discussed by Meyers, Sundstrom, and Yoshida (1974). These
authors feel this presence has resulted from the recency of legally
specified standards of preparation enabling the current employmenéﬂof
hundreds -of professionals who have "grandfathered in" on old requirements,
lack of provision for updating sk}lls, and lack of emphasis in preparation
on assisting the teach«y plan an educational program for the child.

Outright charges of "i.aappropriate and unprofessional behavior"

a?e made by Kirp and Kirp (1976, p. 85) againsf those responsible for

evaluation of children for special class placement. As documentation

for their charges, these authors cite instances of children being classified

as mentally retarded solely because of poor performance on an intelligence

17
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test given in a language they did not speak, and of classification mad« ‘
on the basis of only a short form of an IQ test.

-
In sum, it is evident frcw the opinions and perceptions cited that
concern exists as to the knowledeg.- and competence of at least some of
those involved in the assessfierit of children. To what extent is this

concern justified? An answer to this question is suggested by the

results of research and other relevant documentation.

Professional Competence and Assessment:

Research on Test Scoring .

With any measuring technique, it is essential that those involved in
the measuring process show a'high level of agreement among themselves in
reporting or judging equivalent beﬁaviors. If an acceptable agreement
level is not achieéed, then either the procedure's scoring system is ‘
ambiguous or otherwise faulty, or the group of examiners is in need of
further training in the system's use.

One index .f the extent to which examiners agree among themselves in

scoring is provided by the standard deviation of scores given to the same
test protocol by a group of examiners. The greatef the standard deviation
of these scores,.the great - is the disagreement within the group. The
standard deviation, then, proviles a measure of the degree of "error' in
test scores to be expected because of -ater disagreement.

Objective tests are so called because they are constructed to

' eliminate to the maximum extent possible, problems of rater disagreement.
For this reason, the standard error of measurement for an objective rest,

|
|
|
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as normally calculated, is meant to reflect sources of error other than
thag due to examiner varisbility. In studyiﬁg the degree to which the
assumption of objectivity is va'id for a particular test, comparison of a
measure of examiner variability in scoring to the standard error of
measurement is sometimes undertaken. If examiner variability is sizable
in relation to the standard error of measurement, examiner variability
should be taken into account as an additional érror source in test
interpretation. In addition, attempts should be made to improve the
test's scoring system or enhance examiner scoring.ability, or both.

Oakland, Lee and Axelrad (1975) asked psychologists to score thkree
actual WISC protocols taken from the files of one of the investigators,
Each of the three protocols represented a child of a different ability
level (i.e., below average, average, above average). Data were analyzed
from the returned protocols of 94 of 400 psychologists randomly selected
from directories of the APA's Divisions of Educational and School Psycholngy
and from the Mational Association of School Psychologists. While the
authors interpret their results as reflecting a generally high level of
agreement among examiners, their data do not fuily support tliis conclusion,
The standard deviation of “he Verbal 1Q's derived by examiners for the
above average child exceeds the standard error of measurement for
the test. In addition, for four . f the eight remaining IQ scores the
standard deviations very nearly equal the standard errofs of measurement.

Oakland et. al's data can be interpreted then, to suggest that

interrater disagreement is a source of error that should be considered
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in WISC interpretation. Exploration of a number of other studies will ‘
assist in both confirming this Suggestion; and in sorting out the causes
for examiner variability.

Miller, Chansky, and Giedler (.97C) investigated rater agreement on
WISC protocols by examining responses of 32 psychologists in training.
Thirty-one of the subjects had compléted course work in administration
and scoring of the WISC, with the remaininy; subject being concurreﬁtly
eﬁrolled in the course. All trainees were asked to score the same bogus
protocol which had been prepared by the inves;igators. The standard
deviations for all three IQ's (i.e., Verbal, Performance, and Full Scale)
exceeded the average standard errors of mea;uremgnt for their respective
scales. Examination of the individual subtest data showed that the

|
|
|
|
i
greatest amount of variability was attached to those subtests for which
the WISC manual did not give comprehensive scoring criteria (i.e., .

Comprehension, Vocabulary, Information, and Similarities). This suggests
that one cause of examiner variability was the inadequacy of the Wechsler
scoring system. However, one other cause of examiner variability was

ident if 1ied.

Miller et. al. counte. the total number of mechanical scoring errors .

for the group finding it to be 68, or 2.12 per examiner. Calculatior
errors, crediting items after cuto”f, crediting incorréct responses,
conversion errors, failure to credit correct responses, and failure to
credit non-administered test items below basal level, were detected.

The net result of examiner errors and inadequate scoring criteria was a

s
l/f:
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single WISC protocol with Full Scale 1Q ranging from 76 to*93..\;,w
s Sy
Unfortunately, Miller e.. al. provide no suggeétion as to the relative
contributions of these two ca.oses of éxaminer va;iability.
: . -
Miller et. al's. study can Y& criticized oh the grounds Ehat it used
trainees with no real backlog of experience in the administration and
scoring of tests.' Perhapé it was this thought that motivated these .
researchers to attempt replication 6f thz study wi}h practicing
psychologists. - . - PR
| Miller and Chansky (1972) randoély selected 200 prof;séionall
psychologists from the APA Directory of Members, receivin; 64, r@sponses.
Analysis of data showed the standard deviatipn for Verbal IQ to excecd
the average standard ;rror of ;easurement for the scale, ard the ratio
of standard'deviation to standard erro; for Performance and Full Scale
IQ's to be .48 and .80 respectively. A mean of 2.37 mechanical errors
per examiner was found, a figure remarkably consistent. with the mean
number of e--ors per trainee in thﬁ earlier study. In ad?ition, Full
Scale IQ was determined to range from 78 to 95 for the same protoco!.
The authors_note that this range of scores would qualify the “éxaminee for
class placements varying from those for fhg.eduéable“men;ally rgfarded,
through' slow learner, to regular placement. It should be noted that the
sources of error normally preser* in objective tetts_(é.g., changes in
;he individual from time to time, variation in response to thq?test at a
particular moment in time, changes in the speéific sample of tasks).

were controlled by Miller and Chansky so that the range of 1Q-'score:s

observed was solely the resultipf rater disagreement.
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Some concerns need to be expresssg regarding the methodology employed
by Oakland et. al. (1975) and Miller and Chansky (1972). First, in each
study the proportion of subje:ts who failed to return the mailed protocols
was substantial (i.e., 76% .and 68% respectively). There is no way o*
knowing if failure to respond was in some way related to test scoring
skill. Qakland et. al., however, state that a number of protocols we e
returned unscored with accompanying notes indicating that the respondznts
judged themselves unqualified to score the tests (presumably because they
did not perform such testing as part of their vocational responsibilities).
In addition, the systematic relationship between tendency to respond and
examiner scoring skill, if it exists, may well be such that those who
failed to respond also tended to be among the less adept users of the
test. If this were the case, the results of Oakland et. al., and Miller

and Chansky might show an overestimate of rater agreement and examiner
®

scoring abilicy.

A second methodological concern 1is related to the extent to which
protocols were conscientiously scored by respondents. It could be argued
that“protocols might be more accurately scored in the actual assessment
situation where the type: »f decisions made about children demand scoring
accuracy. Some guidance as L. the degree of scoring accuracy present in
a context more closely resembling the actual assessment situation is
ga{ned from a study conducted by Warren and Brown (197?).

Warren and Brown compiled a checklist of scoring errors from
professioﬁ%l experience, review of the WISC and Stanford-Binet manuals,

and pilot research. One hundred-twenty WISC, and an equal number of
LN

N )
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Binet protocols from the actuyal administrations of the tests given by
forty students were analyzed for errors. Protocols wére taken, from those
administered during the begir:ing and end of training. Errors detected
inc luded failure to follow prescri.ed manual pracedures, failure to
establish proper basal and ceiling levels, conversion errors in use ¢
tahles, mistakes in addition and subtraction, and faulty computation »f
chronological age. A total of 1,939 errors was observed, for an average
of eight errors per prbtocol. Thirty-sever percent of the protocols
contained errors tﬁat changed 1IQ, with changes varying from | to 16
points on the WISCYand‘l to 13 points on ;he Binet. Finally, error
frequency did not show significant decrease as a result of training.
< The result of Warren and Brown 1s sobering in its suggestion that
. S.oring error exists in situations resembling actual assessment., The
study's second finding, that training may not have a significant effect

upon scoring ability, needs to be tempered by the results of other studies

(e¢.g., Boehm, Drker, Haesloop, & White, 1974, Foster, Boeck, & Reese, 1?76)

that have found training fo be 2ffective. Resolution of the contradictory -

’

findings of these studies might best be attempted through comparison «f
the tralning programs used. UnforLunately; no description of treatmeﬁ;
1& given by Warren and Brown, making such comparison impossible.

In ¢onclusion, research on individua} intelligence test scoring can
be taken to suggest support for the following:, ..

1. Interrater variation represents a source of error that closely

- approximates 15 magnitude other sour-es of error usually found in objectiv.
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2. Some portion of this interrater variability is due to examiner
mechanical scoring error.

3. The frequency of mechaiical scoring error is about the same for
students who have recently complete. training in test administration as
for practicing professionals.

4. The mégnitude of mechanical error noted in non-assessment
situations is at least as great in situafions closely resembling actual
assessment .

5. Training may have a substantiai effect upon scoring profici~ncy.
This research then, tends to support the concern expressed earlier that
problems exist in the way professionals are using tests. Further
dOCumentaﬁion to support this concern, particularly with reference to

special class placement, will now be presented.

Professional Competence and Assessment:

Research and Documentation Related to Special Class Placemen!

The professional involved in the assessment of children plays a

central role in the provision of services for children with special
needs. This is so becau‘e individual evaluation is required to conf rm
the existence of a special . -ed and to justify the provision of spec:al
services (U.S. Office of Education, 1977). Errors in the assessment
process resulting in misclassification can lead to denial of service - to
those in need, or at the other extreme, the possible stigmat ization »f
children who are not exceﬁtional.. The assessment of children for the

purpose of special placement is therefore an undertaking requiring a high

level of professional skill.

ERIC
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lnvestigations into the relationship between assesment competence
and special class placement have_unfortunately been few in number and
limited in scope. Review of tuise studies that have been conducted and
discussion of‘documentation provide! by litigative action may provid: an
initial impression of the role of assessment competence in erroneous
placement. |

~A survey of 39 Child Service Deménstration Centers serving 26 s-ates
was conducted by Thurlow and Ysseldyke (1979) to discover the types f
procedures used in special education assessment and the purposes for
which specific procedures are employed. The Centers werebfundea by e
Aaureau of Education for the Handicapped to develop exemplary practic«s in
the education of learning disabled children and to serve as models for
the way services should be provided to this group. Professionals typically
invélved in assessment at the Centers included educational diagnosticians,
special education teachers, clinical and school psychologists, and speech

and language pathologists. Thurlow and Ysseldyke found that although

“technically sound instruments were available to professionals, many of the

model programs were using for placement, tests that were either technically
inadequate or otherwise ir.>levant to the placement decision.

while Thurlow and Ysseldyke's sFudy suggests that many model programs
use questionable measures in the placement process, the study does not
indicate the frequency with which such measures are employed. Ysseldyke
(Ysseldyke, Algozzine, Regan, & Potter, 1980), in a second study, used a
computer simulation to investigate the extent to which professioﬂals use

technically inadequate measures in making placement decisions. Subj:cts

o1&
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for the study were 159 school psychologists, special and regular education
teachers, social workers, ~dministrators, and other support personnel,
who were presented referral inicrmation about a hypothetical child for
whom they would have to make a plac.ment decision. Subjecﬁs were told
that the computer would provide,,hpOb request, assessment results on thg

case from a variety of measures in each of seven domains. Participanits

were allowed to select from as many domain; and as many measures wWithin

each domain as they found necessary. Results of the investigation showed
that when professionals first accessed information about the case, they
tended to select inadequate devices as frequently as adequate ones. In
addition, their tendency to choose inadequate mea#ures increased as uore
and more information about the case was accessed.

One reason for widespread use of technically inadequate assessment
procedures was provided by Bennett (1980). This investigator examined
the basic measurement competence of educational diagnosticians serving
one state in e continental United States. Each of the 95 diagnosticians
participating in,the study possessed at least a master's degree, with the
great majority (73%) citing special education as a major field of graduate
study. Basic measurement ~mpetence was defined to include knowledge and
ability to ;pply in the assessment situation such tudiﬁentary concepts as
those related to reliability, vall tity, norms, measures of central
tendency and variability, criterion-referenced interpretations, and
intérptetive aids. Results of the study showed educational diagnosticians
to achieve only an average of 50% correct on a 64-item test of measurement

competence. In addition, diagnosticians performed significantly more

ERIC
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poorly on the test than graduate students enrolled in

14

an introductory

measurement course. Benn.tt concluded that diagnosticians of the population

studied were deficient in measurement competence and hence did not tave

the skills necessary for selection “f appropriate procedures nor thcse

needed for sensible interpretation of data routinely used in the idenati-

v

fication and placement process.

If, as studies suggest, professionals are lacking in the competencics

necessary for proper selection and interpretation of assessment tools,

what effect might this deficiency have on the placement process?

An indication of some possible effects is provided by
research study and by documentation from a litigative
Garrison and Hammill (1971) compared students in

mentall retarded classes in the greater Philadelphia

the results of a
action.
regular and educabliv

area to determ’ne

the ext nt to which children had been improperly placed. The results of

tests o: intelligence, social inference ability, reading skill, auditory

receptinn, an? verbal expression were analyzed for 378 EMR and 319

regular class pupils. Because of the nature of mental retardation, uoor

perform nce in all or most of the areas tested would be expected for the

EMR chi dren. Results sh. =d that 25% of the EMR subjects and 88X o’ the

regular class students performed above a minimal cutoff set by the

authors in at least four of the five tested areas. In additiom, 43% of

the EMR pupils scored above the cutoff on two or three of the tests.

Garrison and Hammill concluded that at a minimum, 25Z of the children

b
studied in the EMR group had been misplaced.

Qiana v. State Board of Education (1970) was a class action suit

filed on behalf of nine Mexican-American students, aged 8-13, who hac
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been placed in classes for the educable mentally retarded. Each of the
nine students came fr-m a home in which Spanish was the primary language
spoken. Initial placemeunt in c}asses for the mentally retarded had been
primarily based on the results »f English language administration cf a
standardized test of intelligence. Upon retesting in Spanish, seven of
the nine scored above the criterion fsr regular class placement, suggesting
that erroneous placement of the children in EMR classes had occurred
because of errors in the selection and interpretation of assessment
procedures.
In sum, the limited data that exist on assessment competence and
placement ¢ n be taken to suggest support for the following:
1. A: essment personnel may not fully possess the knowledggland
skill neces ary for proper selection and interpretation of assessment '
tools.
2. A ack of assessment knowledge and skill may have negative

effects on he placement process (e.g., erroneous placement). -

Conclusions and Recommendations

This paper has pr :ented evidence which suggests that serious
problems exist with regard to the competence of brofessionals involved in
the educational and psychologic~l assessment of exceptional children.

The conclusion that problems exist in profeasioﬁal competence, however,
needs to be tempered by a number of considerations. These include the

fact that evidence supporting the existence of problems in professional

competence is partially opinion and perception, that the research base on
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professional competence in assessment is relatively small, and that other
probiems in the assessment process may be, to some degree, confounded
with issues of professional ccmpetence. An example of a particdlariy
pressiAg issue that may be confoun'ed with questions. of competence :s th.-
problem of time (Kirp & Kirp, 1976), where long waiting lists, a laik of
ands, and‘shortages of certified personnel force assessors to conduct
evaluation in a rapid rather than careful manner. While the extent to
which such factors are confounded with problems of professional competence
needs to be further investigated, the weight of the available evideuce
suggests that deficiencies in assessment knowledge and skill exist ‘n a
significant number of professionals.-

The effects of knowledge and skill deficiencies in even a smal.
number of assessors are unfortunately severe. Such deficiencies can
lead to test misuse and abuse which in turn can result in the provision
of inaccurate data to those who must make decisions about the identifics-
tion, classification, programming and blacement of exceptional children.
1f professional performance is to be improved, and misuse of tests and
other procedures reduced, specific areas of skill and knowledge in whicl
improvement is needed mu.* be spe&ified. 'While some of these areas have
already been identified (e.g.,‘test scoring skill; basic méasurement
competence) for some groups of professionals, more efforts to identify
specific knowledge and skill deficiencies for particular groups of
assessment professionals need to be undertaken. Such a training-needs

assc:ssment approach is required for special education and related servic:

personnel by the Rules and Regulations of PL 94-142 (U.s. Office of
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Education, 1977) and has been advocated for use with assessment personnel
by Bennett and Lewis (1979), The reader interested in a detailed treatment
of this approach is refer-ed to that article,

In addition to the ihplem~ntation of a comprehensive effort to
identify professionals’ assessment training needs, an equally comprehensive
attempt to provide inservice training for assessment personnel in areas
of documented'training need must be iu-tituted and supported. The ground-
work for such an effort has been laid by the mandate for a Comprehensive
System of Personnel Development as specified by the Rules and Regulations
of PL 94-142. This méndate sets up a structure and funding mechanism for
inserviée activity within which states may design and deliver traiqing to
special education and related service personnel. It is incumbent upon
those responsible for statewide training efforts to insure that the
training needs of assessment personnel are adequately pro!ided for
through this system.

Finally, mechanisms to insure continued high levels of competence
for assessment professionals must. be found. Miller and Engin (1974,

19}6) have proposed the institution of non-permanent, periodically
renewable certificatic: for school Psychologists and school counselors.
Certification renewal in tais system is based, in part, upon objective
evaluation of knowledge, skill, and performance in those areas which pmake
for success in the position. Bennett (in press) has provided an initial
set of guidelines for such evaluation. Use of a "performance-based"
éystem for encouraging a high level of competence for all groups of

L]

assessment personnel should be strongly considered.

1,
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Summarz

This paper has argued that serious problems exist in the competence
of professionals involved in the assessment of exceptional children. 1In
support of this argument opini.1s and perceptions related to performance
problems were cited, research on test scoring skill was reviewed, and
document ation and research on pupil placement was discussed. Finally,
recommendat ions for improving competence and performance through needs

assessment, inservice education, and performance-based certification vere

presented.
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UNIT IV: COMMUNICATION

~3

GOALS AND OBJECTIVES

£
-

Information Exchange and the Referral
Process, Part I: Communication Strategies

Purpose: .

To provide participants with appropriate strate&ies for communicating
with the handicapped child/youth and others concerned with the
delivery of educational and health-related services.

Specific Objectives:

At the conclusion of this session, participants should:

1. Be more sensitive to and.accent the concerns of handicapred children
. and youth in dealing with "normal" daily routines of living

and learning.

2. Be aware of the impact a child or youth with handicapping
‘ conditions can have on all family relationships:

%, a. parental relationships
- b, sibling relationships
c. parent/child relationships
d. family/community relationships

3. Re more sensitive to the need for approoriate, supportive,
> communication strategies (verbal and nonverbal) when

interacting with:"

a. a handicapped child or youth;
b. parents of a handicapped or high risk child or youth;

2 c. colleagues regarding the education and health-related
services of handicapped children and youth;
e, supervisors regarding the education and health-related
services of handicapped children and youth;
f. otber health and related-services professionals,
< regarding the education and health-related services of
- handicapped children and youth; and
g. special and regular educators regarding the education :
and health—relate% services of handicapped children and
¢ youth. ‘ 5
@f 4. Understand and be able to implement appropriate, supportive
‘ communication technigues when interacting with:

a. the child or youth with a handicapping condition;
b. parents of the child or youth with a handicapping rondition; and
c. siblings of the child or youth with a handicapping condition.

Q 1 )




5. Recognize the need to respect the parents' experiences with
their child/youth and plan to utilize that expertise by totally
involving them in the referrgl process.

rd

6. Understand and be able to implement appropriate strategies
for working with the parents in completing.fﬁe referral process
and preparing the parents to be the child/youth's case manager.




GENERAL SESSION III
(Unit IV)

INFORMATION EXCHANGE AND THE REFERRAL PROCESS

1I.

III.

Iv.

Part I: COMMUNICATION STRATEGIES

by : '
Carolyn M. Del Polito, Ph.D., Director
Allied Health Child Find and Advocacy Project
American Society of Allied Health Professions

The Communication Process: A dynamic, on-going,
circular process in which the receiver attaches
meaning to selected stimuli. '

Models of the Communication Process
A. Intrapersonal Communication
B. Interpersonal Communication

The Client-Care System: The Participants
A. Child or Youth
B. Parents
C. Siblings
D. Colleagues .
- 1, Allied Health
-, 2. Education
(a) Special Educators
(b) Regular Educators
~ (¢) Administrators
3. Health
E. Supervisors
F. Community Members

Communication Barriers/Breakdowns
A. Message Transmission Noisc
B. Semantic Noise
1. Denotative Meanings
2. Lonnotative Meanings
C. Nonverbal Noise
D. Stereotyping
E. Defensive Listening

Improving Communication

A. Social Sensitivity

B. Active Listening

C. Honest, Supportive Communication
1. Acceptance of Self
2. Acceptance of Others

19,
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"WHAT WE ACTUALLY DO WHEN WE SPEAK TO EACH OTHER IS TALK TO OURSELVES."

That is, when I talk to you, I'm actually talking to my hypothesis
or estimation--my image of you. , _ )

S

|G

"THE MORE I KNOW ABOUT YOU--THE GREATER THE PROBABILITY THAT I WILL
- TALK TO YOU, RATHER THAN TO MY IMAGE OF YOU. . . ."

"THE EFFECTIVENESS OF MY COMMUNICATING WITH YOU. . .'DEPENDS' ON HOW
. MUCH I KNOW AND UNDERSTAND ABOUT HOW YOU PERCEIVE YOURSELF."

Question: How can we get information from others about themselves
to be able to truly communicate with them?

from: John W. Keltner, Interpersonal Speech Communication, Belmont,

.California: Wadsworth Publishing Company, Inc., 1970, pp. 52-53.
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Figure 1.1. The intrapersonal communication process.

Figure 1.1 fllustrates the intrapersonal communication process. An indi-
vidual’s self-concept is at the heart of the process, since one’s self-concept
determines the stimuli selected and the way in which the stimuli will be de-

. - . coded, evaluated, and integrated into the individual’s self-system. The self-

: concept also determines the message to be transmitted and how it will be

‘ sent. As the dotted lines indicate, the self-concept affects and is affected by
one's experiential world—all the information accumulated during one’s life-
time, including cultural experiences, knowledge, abilities, beliefs, attitudes,
and feelings, as well as needs, goals, and expectations for the future. In turn,
the person’s experiential world affects the entire process of intrapersonal
communication. As Figure 1.1 indicates the process is ongoing, circular, and
operates as long as stimuli from the situational climate (time, place, and cir-
cumstances) or experiential world bombard the individual.

‘ from: Carolyn M. Del Polito. Intrapersonal Communication. Menlo Park, CA:
Cummings Publishing Company, 1977, p.3.
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‘ - ' SIX PRINCIPLES OF LANGUAGE

Count Alfred Korzybski, who coined the term general semantics (the
study of any behavior which results from language habits), believed
language to be a powerful influencer of our thinking and our behaving.
The following six principles are derived from Korzybski's three basic
principles of language: the principle of non-identity; the principle
of non-allness; and the principle of self-reflexiveness.

1. WOI;TDS SYB[BOLIZE THINGS, BUT ARE NOT THOSE THINGS.
2. | MEANINGS ARE IN PEOPLE, NOT IN WORDS.

3. AVOID SIGNAL RESPONSEé TO SYMBOLS.

4. IT IS IMPOSSIBLE TO KNOW EVERYTHING ABOUT ANYTHING.

. 5. ALL THINGS CHANGE.

6. AVOID RIGID, NON-PROCESS ORIENTATIONS.

i)

‘ from William D. Brooks, Speech Communication, Dubuque, Iowa: W. C. Brown
‘ Company, 1971.




‘ DEFENSIVE AND SUPPORTIVE COMMUNICATION CLIMATES

DEFENSIVE BEHAVIOR: behavior which occurs when an individual perceives threat
or anticipates threat.

Defensive behavior leads to defensive listening and produces postural,

facial, and verbal cues which raise the defense levels of the orginial
communicator.

Increases in defensive behavior have been found to correlate positively
with losses in efficiency in commvuicacion.

DEFENSIVE CLIMATES SUPPORTIVE CLIMATES

1. Evaluation 1. Description--genuine requests
for information.

2. Control ‘ 2. Problem-Orientation--collaborate
on seeking solution to problem
‘ 3. Strategy--hidden motivation 3. Spontaneity--straightforward and
honest .
&
4, Neutrality--little warmth or 4. Empathy--respect for worth of the -
concern for the other person other person ‘
5. Superiority 5. Equality--mutual trust & respect
6. Certainty--dogmatic 6. Provisionalism--willing to

experiment and investigate issues

‘ from Jack R. Gibb, "Defensive Communication", Journal of Communication,
Volume XI, No. 3 (September, 1961), pp. 141-148.
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. LEVELS OF EMPATHY

Level I: Maximum Understanding through Social Sensitivity

~ A. Understanding the Speaker's, Perceptual World

Attitudes

Values

Beliefs

Knowledge

Culture

Social System

Past Experiences
Future Expectations

o~V S W -

B. Understanding Our Own Perceptual World-—-Selective Perception
C. Understanding the Content Communicated--What is Being Said?

J
D. Understanding the Feelings Communicated--How is the Message Being Said?

Level II: Confirmation of Understanding through Active Listening

A. Attention During Communication
. 1. Nonverbally (attentive posture, head nods, eye-contact, facial
expressions)
2. Verbally (vocalizations which indicate you're keeping up with
th: speaker and interested in the information communicated)

B. Reflection of Maximum Understanding of Other's Ideas

1. Verbally
2. Nonverbally

C. Reflection of Marimum Understanding of Other's Feelings

1. Verbally
2. Nonverbally




THE REFLECTIVE RESPONSE TECHNIQUE

‘ Definition: A response by the listener in which he/she verbalizes
back to the speaker the essential ideas and feelings
the speaker has expressed. The listener acts as a
_mirror, ‘reflecting back and supporting the speaker's
message. ;

Objectives: 1. Listen not only for the words of the speaker, but
for the feelings behind“;he words as well.

2. Try to see and understand the world through the speaker's
perceptions.

3. Do not evaluate. Suspend your own value judgements, so
as to understand the speaker's thoughts and feelings
as he/she experiences them.

¢ , 4. "Check out" your understanding by verbally and
nonverbally reflecting back to the speaker the
essential ideas and feelings the speaker has expressed.

5. Encourage further verbalization; support the speaker's
ideas and feelings by providing additiomnal information

L which you feel helps clarify the speaker's ideas and
feelings.
‘ 6. The following phrases may help you get started with
the reflective response technique:

What you seem to be saying is . . .
I think you're saying . . .
7. When sharing your own personal perceptions, use the
"I Rule." Talk in terms of yourself; personalizing
your conversation with yourself. The following phases
may help:
I feel . . .
It is my opinion . . .
I believe . . .
To me it is . . .

For myself . . .

I think . . .
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ACTIVE LISTENING

One of the most important skills in getting to know another person is
listening. In order to get a check on your ability to understand what
your partner is communicating, the two of you should use the Reflective
Response Technique.

Decide which one of you will speak first.
The first speaker is to carry on and complete the following item
in two or three sentences:

When I think about the future, I see myself . ., .

The second speaker repeats in his/her own words the statement that
the first speaker has just said. The first speaker must be satisfied
that he/she has been heard accurately.

The second speaker then completes the item in two or three sentences.
The first speaker paraphrases what the second speaker just said, to
the satisfaction of the second speaker.

At this point discuss with your partner what you have learned about
yourself as a listener. From here on it is important that both of
you try to listen and understand one another as fully as possible,

If at any point either of you feels this is not happening, you should
stop. Try to determine why you have stopped communicating, discuss
the situation as fully as possible and then continue.

. I am happiest when . . .

. When I am alone I usually . . .

. In large groups I usually . . .

. I believe in . . .

. The thing that turns me off the most is . . .
. I love . . .

. The -thing that turns me on the most is . . .

NS WN

L 4

Have a two or three minute discussion about this experience so far.
Try to cover the following points:

How well are you listening?

How open and honest have you been?

How eager are you to continue this interchange?

Are you getting to know each other?

-

8. The emotion I find most difficult to express is . . .
9. My strongest point is . . .

10.Expressing feelings makes me feel . . .

11.My weakest point is . . .

12.Getting to know new people is . . .

Ry




10.

11.

12.

L4

SOME COMMON LISTENING PROBLEMS*

Viewing a .Topic as Uninteresting.

Criticiiing a Speaker's Délivery Instead of His Message.

Getting OverstimuIAted or Emotiohally Involved.

Listening Only for Facts.

Preparing to Answer Questions or Points Before Fully Understanding Them.
Wasting the Advantages of Thought Speed Over Speech Speed.

Trying to Outline Everything.

Toleréting or Failing to Adjust to Distractions.

Faking,éstention.

Listening Only to What is Easy to Understand.

Allowing Emotionally Laden Words to Intgrfere with Listening.

Permitting Personal Prejudices or Deep-Seated Convictions to Impair
Comprehension and Understanding.

®

from Larry L. Barker, Listening Behavior, N.J.: Prentice Hall, 1971.




COMMUNICATION: EFFECTS ON SELF-CONCEPT

C;rolyn M. Del Polito, Ph.D.

As we examine self-concept theory, four basic propositions emerge which
focus attention on the importance of our communication with others:

1. Self-concept (one's total perceptual appraisal of oneself--
physically, socially, academically, and psychologically) guides
and directs behavior.

2. An individual's self-concept can be modified or changed in certain
social interactions.

3. Although dﬁere are a variety of ways self-concept develops (e.g.,
labeling dominant behavior patterns, and social comparisonms),
self-concept develops primarily through interactions (communication)
with others.

4, The more influential interactions are those involving significant
others--those persons who reinforce the individual's perception of
him/herself.

4

Since the Allied Health professional may provide feedback to children and
youth regarding thiir skills and abilities through both verbal and nonverbal
interactions, the Allied Health professional can become a major significant
person in the development, maintenance, and hopefully enhancement of the
child's self-concept. The Allied Health professional's role in health care
delivery becomes BASIC to how children and youth perceive themselves and
their disability, which in turn is BASIC to their behavior in other aspects
of their lives. . '

We need to make certaifswe help ENHANCE the child's self-concept, realizing
that an enhanced self-concept in NOT an inflated view of oneself, but rather
a realistic: perception of one's strengths and weaknesses, and an acceptance
of that perception.

The guidelines which follow should be considered by the Allied Health profes-
sional in his/her interactions with children and youth with handicapping
conditions to enhance their self-concepts. .




SELF-CONCEPT ENHANCEMENT AND COMMUNICATION

Carolyn M. Del Polito, Ph.D.

Health Provider Guidelines

Facilitate client-centered case management. Actively assist children

and youth to see themselves as planning, purposing, choosing individuals,
responsible and accountable. Children can grow, flourish, and develop

much more readily when the significant person "projects an inherent

trust and belief in their capacity to become what they have potential
to become' (Hamachek, 1971, p. 202).

Help children and ybuth identify their own particilar needs, interests,

and concerns; help maximize success. Not all children will be motivated

in the same way or interested in the same things; health provider needs
to make success more available in more different ways.

Personlize your interactions. Appear sincere, uncalculating, and attuned

to disabled youngsters as individuals.

Provide the youngster with flexible, yet definite goals for success.

When limits are clear, the individual learns to rely on his/her own
judgements and interpretations of events and consequences. This is
particularly important for the highly anxious child who requires a
structured situation in which to operate.

Highlight the child's specific strengghs,'assestsJ and skills to aid

the individual in sorting out his/her own strengths and weaknesses.
The child needs to know his/her own capabilities in order to gauge
the probility of success.

Alleviate ambiguity, disrepect, and rejection in your interactions with

children and youth.

Maintain an atmosphere of warmth and acceptance. The more positive

the child's perceptions of your feelings toward them, the more positive
their self-image, the better their achievement and the more desirable
their behavior.

Praise yourself. Recognize and acknowledge your own strong points in

the presence of your clients. Your recognition of your own strong
points will provide an impetus for your clients to praise themselves.

Do not prejudge your clients. Be honest and accurate in your evaluations,

while avoiding comparisons with peers. Your expectations for a per-

formance is a significant determinant of how the child actually responds.
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| 10. Personalize evaluative comments, giving encouragement to clients.

| Evaluation, whether verbal or nonverbal, which is more personal, in

| which the evaluator appears to take into consideration every action,
attends to subtleties in behavior and modifies his/her appraisal
accordingly, should have a greater impact on the child's self-concept.

11. Provide children with a continuous, long term exposure to a particular

appraisal. From a credible and personalistic source, it should have
profound effects on self:concept.

12. Provide experiences for e¢ach client to receive acceptance from peers
whenever possible.

13. Provide experiences for clients to praise others. Persons with high
self-esteem show greater acceptance of others.

14. Help children to evaluate themselves realistically. Evaluation should
be based on the child's comparison of his/her actual performance with
his/her own personal standards.

15. Urge clients to concentrate on improvement, rather’ than perfection.

16. Provide experiences for children and youth to praise themselves.
Self-accepting individuals tend to dave higher self-concepts. Positive
gself-evaluation in the form of verbal reinforcements is positively .
related to self-concspt.

(4
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SELF-CONCEPT ENHANCEMENT *

. R General Guidelines

To facilitate growth and learning through se1f¥concept_enhancement,
we must: ' ! '

1. Understand that we communicate what we are, not just what we say.
We communicate our own self-concepts far more often . than we communi-
cate information (subject matter). '
“u . |
2. Understand that anything we do or say could significantly change i
an individual's attitude about himself/herself for better or for |
worse. We must understand the implications of our role as persons |
who are important or "significant" to others if-we are to utilize
that role properly. :

3. Understand that individuals behave in terms of what seems to be true,: .
which means many times communication occurs, not according to what
the facts are, but ‘according to how they are perceived.

4, Be willing to deal with what a message means .to different people.
In the truest sense of the word, we must be willing to deal with
the interpretation of a subject as we are to deal with the infor-
mation about it.

‘ 5. Understand that we are not likely to get results simply by telling |

someone he/she is worthy. Rather, we imply it through trust and |
the establishment of an atmosphere of mutual respect. One good !
way to start is to take time o listen to what others have to say ‘
and to ude their ideas when possible. '

6. ' Understand that behavior whicﬁ is distant, cold, and rejecting is
far less likely to enhance self—conpept, than behavior which is warm,
accepting, and discriminating.

' 7. Be williqg to be flexible in your communication wich others.

* Adapted from --,D. Hamachek. Encounters with the Self. N.Y.:
Holt, Rinehart & Winston, 1971. ‘ '
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UNIT IV: COMMUNICATION
RESOURCES

Effective Communication Strategies from Action Through Advocacy,
.Research and Training Center in Mental Retardation, Texas
Tech University, 1980.

Tips for the Allied Health Professional Interacting with Handicapped
Children and Youth. '

The Practices of a Good Listener.

Bridging the Parent/Professional Communication Gap - adapted from
"How ToGet Services by Being Assertive" by the Coordinating
Council for Handicapped Children.

Collaborative Problem Solving Planning for Children with Developmental
Problems, by Mark N. Ozer.

Assessing Parental Capabilities, from The Physician & Mental Health

of the Child, by the AMA, 1979,

: ! ‘

Children and Family Assessment: The Family Inventory, from The
Physician & Mental Health of the Child, by AMA, 1979.

Perception>of Self and Others




Listener Responses

Immediately after the average person has heard
someone speak, he or she remembers only
about half of what was said. Instead. of focusing
our attention on the speaker, we allow our
thoughts to wander, and sometimes they never
return to the conversation. How many times
have you missed a speaker's message because
you were mentally planning a trip or making a
shopping list instead of listening?

You can improve your listening habits by
developing a few basic skills. One essential skill
is the ability to block out distractions. You must
be able to concentrate on the ideas being
presented in spite of 'background noise,
uncomfortable seating, or preoccupation with
your own thoughts.

Good listening requires much more than
passively letting sound waves enter your ears.
You must be as actively involved as the speaker.
While you listen, try to identify the speaker’s
main ideas and decide which are most
important. Compare the speaker’s attitudes and
opinions with your own. Select the points which
you feel are worth remembering and then try to
relate them to your own experience.

The response you give to a speaker determines

. whether your communication continues. Some
responses, even when the responder means
well, cut off further communication. Such
responses include evaluation (“You

should .. .,” “You are wrong . . ."), advice (“Why
don’t you . .."), direction (*“You have to .. .”),..
moralizing (*You ought to .. .”), criticism (“If -
you had only . .."”), analysis (“What you need
is..."”), and one-upmanship (‘*'You think your
_problem is bad, you should heéar about mine”).
These evaluating and criticizing responses make
people defensive and resistant to sharing more.
The advising and directing responses cut off
communication by “solving” and thereby ending
the problem. They also prevent the speaker from
working out his or her own problem through
further talking.

There are basically five ways you can respond to
a speaker if your goals are to understand and to
encourage the speaker to continue.

1. Passive listening

Passive listening simply lets the speaker
know you are still “with’” him or her. Several

nonverbal signals will encourage the
speaker to continue—nodding your head,
smiling, and leaning forward. Typical verbal
responses used to show you are paying
attention include “I see,” “really,” ‘'yes,"”
and “mm-hmm.”

2. Paraphrasing

Paraphrasing is one way to check your
understanding of the speaker’s ideas.
Restate what the speaker has said, using
your own words. This is most appropriate
when the speaker pauses and is waiting for
you to comment. For example:

Speaker: No matter what | do, my teacher
puts me down. | guess | can’t do
“anything right!

Listener: Am | getting this right? You’'re
beginning to feel like a failure
because nothing you do seems to
please your teacher.

3. Echoing

When the speaker clearly describes an
emotion, restate the idea using the
speaker's own words.

Speaker: | feel scared when | meet new
people. Everyone stares at me.

Listener: You feel scared when you meet
people and they stare at you.

4. Dialogue sustaining

If a speaker seems to need reassurance that
you are interested, try a response such as,
“I'd like to hear about that.” When you need
more information, dialogue sustaining
responses such as, “I'd like to know more
about that,” and saying “and" or *but” with
a questloning inflection may encourage the
speaker to continue talking.

Speaker: | was planning to getajob...
Listener: But?

Speaker: But my mother says she doesn’t
have time to take me to work and |
- can't drive.

5. Active listening

Active listening Is providing feedback on the
emotlon the speaker seems to be
experiencing. Your feedback helps the

Q | ) 2() ’




person to get in touch with his or her
feelings and then to work out solutious
independently. Your feedback should be on
the same emotional level as the speaker’'s
original statement. Some lead-in phrases
you can use are: “You seem to feel really
. " “Kind of makes you feel
___ " and"“It sounds as if you feel
sortof ___right now.”

Speaker: Ever, body tells me what t¢ do! |
wish just once | could do what |
want to. ‘

‘Listener: | gather you're pretty irritated right
now.

Active listening takes time (it would be
quicker to evaluate the speaker’s feelings
and give advice). So don’t use it unless you
really want to help the person and are
willing to take the time. Active listening also
means accepting the speaker's feelings
without moralizing or trying to change the
person. . ‘

These responses show a speaker that you ar2
listening. Consciously using these responses
also helps you pay attention tn the
conversation.

TIPS
1. Block out distractions.

2. Think while you listen. Identify the speaker’s
most important points and relate them to
your own ideas and experiences.

3. Suspend your judgment for a while and’try
to understand the speaker's point of view. -

4. Resist evaluating, criticizing, giving
solutions, or moralizing.

5. Use one of the five positive Iistengr
responses:

passive listening
paraphrasing
echoing

dialogue sustaining
active listening

21 '




Effective Communication
Strategies

Your effectiveness as an advocate depends
largely on your ability to communicate, that is,
to send and receive messages accurately. You

"must be able to communicate first of all with

your protege or client. Since you are supposed
to represent his or her interests as though they
were your own, you need to be able to determine
what those interests are. Some developmentally
disabled people have communication handicaps,
such as hearing or vision impairments or limited
intelligence, and you may need special
techniques to help them express themselves
and to understand them. You also must be able
to communicate with the people, such as
teachers, service providers, and administrators,
who have the power to make the necessary
changes for your client or protege.

Good communicaticn involves more than just
talking. It depends on verbal and nonverbal
factors, such as voice quality, pronunciation,
vocabulary, grammar, gestures, facial
expression, interpersonal skills, and attitudes.
You can improve your communication skills by
becoming aware of some of the techniques of
effective communication.

Interpersonal skills

A good relationship between two people
increases the chance for communication. You
listen better if you care about the person who is
speaking; also, you are inclined to be open and
honest if a listener is responding with respect
and understanding. When you let the other
person know that you think he or she is a
worthwhile person, you create trust. Thus, your
attitudes about another person affect how well
you communicate. Whether your relationship is
personal or professional, communication is
more likely to take place if you relate to the
other person with empathy, respect, and
authenticity.

Empathy

Empathy is recognizing another person’s
feelings. This is different from sympathy, which
is compassion or condolence. Empathy, in
effect, is saying, ‘| may not feel the same way,
but | do recognize how you feel.” Being
empathetic is not enough; you must be able to

From:

convey your understanding. Here are some ways
that you can communicate empathy.

Before you begin to understand how someone .
feels, you must give him or her your undivided
attention. When your protege or client is telling
you something, don't let personal problems or
irrelevant thoughts distract you.

You can communicate your attentiveness and
concern through your nonverbal behavior. Face
the person directiy, lean slightly forward, and
look at the person’s eyes.

Responses such as “Yes,” ‘| see,” or “mm-
hmm” or nodding your head and smiling will
encourage a person to continue talking. Silence
may be interpreted as indifference or
disapproval. Respond frequently and honestly.
Don't say ““i see’” when you don’t really
understand. To check your understanding,
paraphrase what the person has said and
preface it with a question such as, “Do | have

- this right?”

Respect

Respect, the second crucial ingredient in a good
relationship, is the unconditional acceptance of
another person’s behavlor, beliefs, opinions, and
feelings. This is a “no strings attached”
attitude; your continued regard is not based on
the person meeting your standards of behavior
or beliefs. Acceptance is not the same as
agreement. You can disagree with someone and
still accept that person’s right to his or.her own
opinions.

Being accepting is sometimes hard to do. Most
of us have prejudices, whether we are aware of
them or not. You don’t have to condone a
person’s lifestyle, beliefs or behavior, but you
should respect his or her right to choose how to
think and act.

You can show respect by following the
guidelines for communicating empathy. People -
will feel respected if you listen attentively and
check your understanding by asking questions.
Avoid arguing, trying to prove that only your
ideas are right, and jumping to conclusions
before you have enough information.

Showing respect also requires a nonjudgmental
attitude. Criticisms such as “Why

don’t you act your age?” and “That’s not the
way you're supposed to behave” will usually
only cause resentment. Your protege or client
will feel accepted and understood if instead of

Texas Tech University, 1980.

Action Through Advocacy, Research amd Training Center in Mental Retardationm,
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saying, "'You shouldn't feel that way,” you say,
| can see why you might be angry. Maybe we
can think of some things you can do to help the
situation.”

You can convey respect verbally, but if you are
not sincere, your nonverbal behavior can convey
your disapproval, embarrassment, repulsion, or
insincerity. Nervous fidgeting, blushing, '
frowning, avoiding eye contact, staring, or
moving away from the person will make your
true feelings obvious. Nonverbal behavior that
shows acceptance and warmth includes smiling,
touching, moving closer, eye contact, and
relaxed body posture.

Acknowledging your protege’s or client’s
strengths and abilities also shows respect. Your
relationship should be a partnership with each
of you contributing equally. Patronizing or
dominating your protege undermines this
refationship. Common forms of patronizing
include insincere praise, excessive sympathy,
giving unwanted advice, or insisting on doing
things for a person that he or she is capable of
doing. The dominant “'| know what’'s best for
you' attitude is communicated by frequent
interruptions, arguments, 'lectures, and changes
of the subject. If all of your communication is to
provide solutions and advice and to impose your
own ideas, you belittle your protege’s ability to
accept responsibility. Your respect motivates
"your protege or client to seek answers to his or
her own problems.

Authenticity

Being authentic means being natural, open, and
nondefensive. However, it does not mean that
you reveal all of your thoughts and feelings all
of the time; those you do choose to express
must be genuine. Sharing positive feelings with
your protege is almost always appropriate, but
revealing feelings of anger, disgust, and
frustration requires a high degree of trust in
your relationship. When you feel it is necessary
and appropriate to discuss your negative
emotions, phrase them tactfully and in a way
that does not blame or criticize your protege:
“When you did this, | felt . Did you
realize that was how | felt?”

Relating your personal experiences, when they
are relevant to your protege’s problem, is
another way to communicate authentically. For
example, when your protege is having trouble at
work, you might respond, ““l remember how

uncomfortabie | felt when my boss and | had a
disagreement.” Then go on to explain the
incident. Share information about your
experiences sparingly and only when relevant to
your protege’'s needs, or it may seem that you
are trying to impress your protege with your own
accomplishments.

Discrepancies between your verbal and
nonverbal behavior may reveal a lack of
authenticity. If your conversation is all pleasant
and positive, but you tap your fingers on the
table, wear a forced smile, and fidget, people
will perceive you as dishonest and insincere.
Body language can be effective in conveying
your genuine care and concern. A pat on the
back, a hug, or shaking hands may be an
appropriate way to express your feelings if
physical contact does not make your protege
uncomfortable.

TIPS

1. Pay attention to your protege or client or to
anyone else with whom you are interacting.

2. Check your understanding of what a person
is saying. :

3. Accept the other person’s right to his or her
own feelings and beliefs.

4. Acknowledge your protege's or client’s
strengths.

5. Share positive feelings.

6. Be honest.




Nonverbal Communication

As we interact with others, we constantly send
nonverbal messages through our body
" movements, facial expressions, and gestures.
The ability to .end these nonverbal signals is
innate, but nonyerbal communication is also a
skill that can be improved through practice.

Personal space

One of the nonverbal ways we communicate our
relationship to peopie is by the distance we
keep between us. We each have an invisible
personal territory surrounding us, called
personal space. The boundaries of your personal
space contract and expand depending on your
emotions, the activity you are involved in,

your cultural background, and whether the
relationship is intimate, personal, social, or
public. Most of your daily communication
occurs in the personal and social zones. During
conversation, people usually maintain a
personal distance of two and a half to four feet.
At social gatherings, the appropriate distance
for conversation increases to four to seven feet.

People are very disturbed iy intrusions into their
personal space. If someone gets too close to
you, you feel nervous and uncomfortable. You
" may try to move away but when that is not
possible you tense your muscles and possibly
turn your head away. As a last resort, you may
try to protect your space by placing an object
such as a purse or a briefcase between you and
the other person.

Eye contact

Eye contact is also an important nonverbal
signal. When two people look at each other and
smile or nod, this is usually understood to be a
joint agreement to begin a conversation. As a
good listener, you look at the other person’s
face, especially the eyes; looking away indicates
that you are ready to end the conversation. The
amount of eye contact you use can
communicate emotions and attitudes. Avoiding
eye contact conveys shame, embarrassment,
anxiety, or a lack of confidence. The more eye
contact you have, the more likely the other
person will be to see you as friendly, mature,
and sincere. However, this is only true up to the
point where a normal gaze becomes a stare.
Staring may make the other person feel nervous

and defensive because it is seen as a sign of
contempt or disapproval. To stare at someone is
equivalent to saying, “I'm better than you" or “I|
don’t approve of what you're doing.”

A word of caution about interpreting eye
contact: the rules for appropriate eye contact
vary with sex, class, age, and culture. So, when
another person avoids looking at you, for
example, he or she may actually be frightened,
embarrassed, depressed, or nervous or may
simply belong to an ethnic group with different
visual customs. For example, black children are
taught to lower their eyes as a sign of respect
for teachers and ministers.

Gestures

We use many different kinds of body
movements to support our verbal
communication. Some of these movements are
conventional gestures such as a head nod for
“yes." Other movements are unique to an
individual or a situation (for example, a
fraternity's secret handshake). Body movements
serve two basic purposes for communication:
they help to clerify the speaker’s ideas or they
express emotions and attitudes. Descriptive
gestures help to illustrate objects or actions
that are difficult to explain with words alone.
You might use descriptive gestures to
demonstrate how to kick a football, how to hold
a baby, or how to eat with chopsticks. Gestures
might also help you to tell someone how long
the fish was that got away, how tall a basketball
player is, or how you narrowly avoided an
accident.

Most gestures associated with emotion are
spontaneous and are not primarily intended to
communicate. When you are tense, you may run
your fingers through your hair, clutch the arms
of the chair, play with an object, or move about
aim!essly. Some gestural messages about
emotion are sent deliberately—clapping to show
approval or shaking your fist in anger.

Condescending gestures—such as patting the
head of a mentally retarded adult—will damage
a relationship.

Touching

Touching is another way we use our bodies to
communicate. Greetings, farewells, and

' congratulations usually include physical

contact. Touch may also be used to attract
someone’s attention so that you can begin a
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conversation. Society defines the type of
touching which is appropriate to a particular
situation. For example, your culture may require
you to greet someone by shaking hands, rubbing
each other’'s noses, kissing, or embracing. Even
though you are limited by culturat rules of
behavior, you can still convey personal attitudes
through touch. Usually, you initiate more body
contact when you like a person and feel
comfortable with him or her. People tolerate
different amounts of touching, however, so be
sure that you are not intruding into the other
individual’s personal space. Touching can be an
effective way to communicate positive feelings
if vou are sincere and the contact does not
make either person uncomfortable.

Facial expression

Perhaps the most important and the most
carefully controtted nonverbal signal is faciat
expression. The face can display a world of
emotions—happiness, anger, surprise, sadness,
fear, disgust. Appropriate facial expressions can
help you convey your ideas and attitudes more
accurately than words alone. Yet, most of us
have been taught not to show our feetings,
especially if they are negative, so we adopt a
deadpan facial expression. Expressing extreme
rage may not be helpful, but it is certainly less
confusing for your listener if you let your face
show a degree of irritation rather than smiling
while the rest of your body signals tension and
anger.

Nonverbal language of handicapped people

Handicapped people send nonverbal messages,
as well as receive them. Physical or mental
disabilities, or a tack of experience, may prevent
people from displaying socially acceptabte
nonverbal signals, especially those which are
used to convey liking. Their body language may
give the impression that they are bored,
indifferent, or even hostile. Misinterpreting these
unintentional and sometimes peculiar behaviors
may affect the way you react to handicapped
people. Appearance and behavior may conftict
in a puzzling way. When a person’s appearance
sends the message, “This is an adult,” we
unconsciously expect adult behavior and we
may be frustrated when the person doesn’t meet
this expectation.

Summary

Your ability to send and receive nonverbal
messages accurately can be a positive asset in
your relationships with other people. You are
communicating all the time, even when you are
not actually talking.

TIPS

1. Keep the distance between you and the
listener appropriate to the relationship and
situation.

2. Maintain casual and warm eye contact
without staring.

3. Use gestures and facial expressions that are
consistent with your meaning and feelings.

4. Use handshakes, pats on the back, and hugs
to reinforce positive feetings when you and
another person feel comnforiable with these
contacts.

5. Interpret a handicapped person’s nonverbal
language cautiously.
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Communicating with a Mentally
Retarded Person

The effects of mental retardation on speech and
language development may be so mild that the
person has no speech problems or only minor
articulation errors; or the effects may be so
severe that the person will never develop

~ functional speech.

Some people who lack expressive language
(ability to speak, write, or gesture) have
receptive language (abilityto understand what is
said to them).

Assess your protege’s or clien*’s verbal skills
with an open mind. If the person has normal
skills, you may not need to adjust your usual
communication style. But if there are

limitations, you must make extra efforts so that

the protege will understand the issue and so
that you will understand his or her point of view.

To avoia simply imposing your views on a
retarded person, you need to take the time to
explain and to listen.

Work with the person’s parents, teachers, and
social workers, and with the advocacy staff for
suggestions on effective methods of
communication. Being consistent with others
who interact with the person will help him or her
learn. ,

Some mentally retarded people have
communication problems because their
environments are limited. You will help them
gain language ability and social interaction
skills by letting them experience many normal
gctivities.

TIPS

1. Try to keep your surroundings free from
distractions. Remove any unnecessary
objects in the area and keep background
noise to a minimum. For example, turn off
the radio and shut the window to reduce

" street sounds.

If the person is too distracted by things
happening in the room, you may need to
move to anpther room or change location
within the room. For example, in a busy
coffe2 shop you might move to an isolated
corner or sit with your backs to the activity.

1

2. Establish eye contact before you vegin to

speak, and maintain it as long as possible.
Say the person’s name often.

Touch the person lightly on the arm or
shoulder when you seem to be losing his or
her attention. It may be necessary t6 move
the face of a severely mentally retarded or
highly distractible person toward you.

. Speak expressively with appropriate

gestures, facial expressions, and body
movements. These nonverbal cues add
information that make your ideas easier to
understand. For example, when you say,
“Let’s go eat,” to a person with a limited
understanding of speech, you might gesture
spooning food into your mouth.

. .Communicating with a person who does not

have expressive language and who does not
seem to respond to what you say requires
frequent sensory cues. For example, mimic
the activity you are talking about with -
gestures, physically move the person’s
hands, head, or feet to perform the activity
you are describing, and try to get eye
contact. Touch, hug, and pat in order to
guide and affirm, combining these cues with
the appropriate verbal comments. Resist
your impulse to stop talking. Even if there is
no apparent response, hearing your speech
is good training for the retarded person.

. Speak slowly and clearly, but don’t

exaggerate the infleciion or tone of your
voice. Exaggerations call attention to
themselves rather than to what you are

saying and are distracting and confusing.

. Speak in ‘‘here and now’ concrete terms.

Give specific examples and demonstrate
whenever possible. Instead of saying, “It's
time to clean up” say, ‘“Wash your hands in
the bathroom now.” Refer to “chair” instead
of “furniture’’; “apple” instead of “‘fruit’";
“Mrs. Smith” instead of “your teacher.”

. Emphasize key words. For example, say,

‘“Please bring me the blue glass.”

Repeat important statements, and use
different words if the listener does not
understand.




8. Be positive in giving directions. instead of 12. Don’'t pretend to understand. It is better to
saying "'Don’'t kick,” say, “I'd like you to - ask the person to repeat what he or she has
keep your feet on the floor.” In this way you said several times than to agree with
give the person a goal rather than calling something you don’t understand. (You may
attention to (and possibly reinforcing) be unpleasantly surprised when you find out
inappropriate behavior. what you have agreed to!) Say, “Tell me

again.” If you don't get a completely

9. Give directions immediately before the understandable answer, build from a
activity to be performed and avoid lists of particular point you can confirm. For
things to do. If you say before you go into a example, ask, “Am | getting this right? This
restaurant, “When we get in the restaurant, morning someone bit your arm.”
you will first need to wash your hands, then
come back to the table and unfold your 13. Smile, nod, and lean forward while the
napkin .. .,” the retarded person may not speaker is talking. These signs that you are
remember and act on these directions interested encourage the person to
without prompting. Instead, give the " continue.
directions one at a time when you want the
task performed. 14. Be prepared to wait. The person with mental

retardation may function slowly. Do not

10. Check frequently to be sure the person is anticipate the speaker’s response and finish
understanding. It is pointless to ask, ‘Do sentences for him or her. Sometimes
you understand?” Instead, ask the person to suggesting a key word the speaker is having
repeat what you have said or ask a question trouble with will help the speaker keep
that requires a specific answer, such as, going, but retarded people need to gain
“What are you supposed to do tomorrow?”’ experience and confidence in their own

speech.

11.. Ask open-ended and either-or questions

‘rather than questions that can be answered

with yes or no. Retarded people have a
tendency to say yes when given a choice of
yes or no, so such a response does not
necessarily give you the right information.

Instead, let the person describe a situation

or give a choice of answers neither of which
is obviously the right one. Be sure the
alternatives yoy give cover all the possible
situations.

Examples
yes-no question

Did the man bite your arm?
(the response will likely be yes)

open-ended question ‘

Tell me what happened this morning.
(the person must describe the situation)

either-or questions

Did this problem happen today or
yesterday?

Are you talking about a man or a woman?

(neither aiternative is obviously better;
therefore the choice the person makes

15.

16.

17.

When you note signs of fatigue, irritability,
or disinterest, it is a good idea to change
activities, slow down, make the task simpler,
or take a break. One such sign is increased
distractibility. Another sign is continued

" repetition of a response when it is no longer

appropriate (for example, “want to go
home,” ‘‘time to go home,” “want to go
home").

Don’t give a choice if you are not sincere.
For example, don't say, “Would you like to
come with me?” if the person must go with
you. Instead say, ‘‘Let’'s go back to the
cottage now.” Giving choices when there
are real options is good, though, because it
reinforces decision-making. For example,
say, “Would you like to come with me or
would you like to stay at school?”

Sometimes the speech or behavior of a
retarded person will be bizarre or otherwise
inappropriate. The reason may be either lack
of information and social skills or desire to
get attention. How you respond will depend
in part on the reason.

is likely to be accurate)




18.

19.

It is important to correct inappropriate
speech or behavior resulting from lack of
information. If you don't correct it you are
essentially giving your approval-and
increasing the likelihood that it wiil happen
again. For example, if a retarded person on
a public bus begins to pat a stranger, try to
divert the retarded person’s attention and
break the chain of events. You might do this
by saying, ‘‘Please bring me my purse.”
Then explain with empathy and with regard
for the person’s self-esteem what the
appropriate behavior is. For example, say,
“That little girl you were t’ouching is pretty,
isn’t she? But people don’t touch each other
until they are good friends. See how all the
other people on the bus are holding their
hands in their laps.”

It the inappropriate behavior or speech is
attention-getting, ignore it and direct the
person to an appropriate topic or task. You
might walk away, continue with what you
are doing, repeat what you have been
asking, or ask the person to do something
that will interrupt the behavior or speech.

Give the person abundant attention when he
or she behaves and speaks appropriately to
diminish the need for negative attention.

Treat adults with mental retardation as
adults, not as children. Use their proper
names, and show respect when you
introduce them to others. Consider the
varying degrees of respect conveyed by the
following introductions:

“This is Billy. He’s retarded.”
“This is Billy.”
“I'd like you to meet Bill Brown.”

When you praise an adult, do it
appropriately. “You did a fine job” is
certainty more appropriate for an adult than
“That’s a good boy.” Avoid talking down to
a retarded adult.

Talk to the mentally retarded person, not
“about him or her. No matter what the
person’s level of understanding, it is rude to
discuss a person when he or she is present.




Communicaﬂng with a Hearing 3. Try not to stand in front of a light source (for

. example, a window). Light behind you may
’ Impalred. Person throw shadows on your face and distort the

normal movements of your mouth. The light
should shine on your face rather than in the

Although some hearing impaired people eyes of the person attempting to understand
possess adequate speech for basic social you. - -
expression, those with profound hearing losses : ‘
often do not learn to speak intelligibly. Thus, 4. Establish eye contact before you begin to-

- many deaf persons use written or manual : speak. You may need to attract your
communication as a supplement to or substitute listener’s attention with a light touch on the
for speech. ' ) arm or shoulder.
The term manual communication refers to 5. Provide a clear view of your face. Avoid

several systems in which hand or body
movements represent ideas, objects, actions,
etc. If an idea cannot be expressed through head on your hand, turning your head
manual signs, it is fingerspelled. Fingerspelling waving your hands, smoking, cﬁewing,, and
consists of twenty-six handshapes that holding things in front of your face. Certain
correspond to the twenty-six letters of the physical features can also affect

Roman alphabet. Fingerspelling differs from speechreading. A moustache or beard may

sign language, which uses hand movements for - hinder speechreading by pdrtially obscurin
words and phrases rather than single letters. To " the mou?h' lipstick ,T?ayyd‘;ﬁne n:le lips andg
aid them in understanding the speech of others, enhance s,peechreading.
hearing impaired people may rely on visible )

actions which hide your mouth and reduce
the accuracy of speechreading: resting your

speech cues, facial expressions, and gestures, 6. Speak clearly but naturally. Use. your normal

as well as the language and situational context. speed and loudness level unless asked to

This method of USlng vision tp pariially change. Speakers sometimes use a very
‘ compensate for hearing loss is called slow rate, exaggerate their mouth

speechreading (formerly called lipreading). movements, or shout, hoping to improve

Whatever speciai communication techniques understanding. Actually, these efforts are

your protege or client employs, there are several more confusing than helpful.

things you can do’'to make your communication ) . '

more effective. 7. Speak expressively; use gestures, facial

. expression, and body movements to convey
mood and feeling. Deaf persons may
misunderstand figures of speech (‘‘the foot
of a mountain”), puns, and sarcasm because
they cannot hear the accompanying
variations in tone, inflection, and stress.
Thus, shrugging your shoulders, raising your
eyebrows, or shaking your fist may relay an
idea more accurately than words alone.
Av~'q exaggerated gestures, however,

. because these distract the attention of the

speechreader from the basic point of

Jocus—the face. '

TIPS

1. The room should be sufficiently quiet to
permit your voice to be heard with little
difficulty. If there is background noise, such
as footsteps, conversational babble, traffic
rumbling by, loud heating and cooling units,
minimize it as much as possible (close
windows,-turn off furnaces, move to a
quieter room). Background noise may
prevent the hearing impaired person from
using residual hearing. Echo is less of a
problem in small rooms and in rooms with 7
carpet and drapery. ‘

8. Use short, simple, complete sentences.
Keep your language precise and concrete,
rather than abstract. A general term such as
“food” is mqre abstract than the word
“apple,” which refers to a specific fruit.
Abstract words have vague meanings (for |

2. Position yourself directly in front of the
person to whom you are speaking, rather
than behind or to the side of him or her.

‘ Keep.;re gistanﬁe bg?wegn you' as sm?ill as example, ‘“‘nourishment in solid form”),
?:;s(')r ::sspeec reading Is easiest at five which are difficult for the hearing impaired

21?;




10.

11.

12.

13.

person to grasp. Words which have many
different meanings, such as ""great,”
“down,” and “‘over,”’ are also confusing to
the hearing impaired individual.

Repeat key Words and statements and avoid

changing the subject abruptly. Check
comprehension frequently by asking
questions or asking the listener to repeat
what you have said. Deaf persons may
pretend to understand when they do not
(just as many hearing people do). When a
hearing impaired person joins a group, make

sure he or'she knows the subject being

talked about.

When a hearing impaired individual has
difficulty understanding an important point,
rephrase the idea rather than repeat the
same words. Only one third of English
sounds are visible to the speechreader.
Words such as “king’’ and ‘*her” cannot be
speechread because they contain sounds
which are produced by hidden movements
inside the mouth. Many of the sounds which
are visible are homophenous; that is, they
look exactly like one or two other sounds.
Therefore, the words “Pete,” “‘beet,”
“mean,” “‘bead,” ‘‘bean,” and ‘“meat" appeéar
the same to the speechreader.

If your listener is abie to use some residual
hearing, you may find it useful to lower your
pitch somewhat. A high pitched voice
(usually a woman’s voice) is more difficult to
understand.

Lacking the auditory feedback we use to
monitor our own voices, the severely hearing
impaired person may develop speech which
is excessively loud, high pitched,
monotonous, breathy, and nasal. |f you have
difficulty understanding a hearing impaired
speaker, ask an open-ended question (for
example, “Would you tell me about your
family?”). A lengthy answer may give you
time to become accustomed to the person's
speech and languaga patterns. When you
cannot understand a statement, ask the
person to repeat or elaborate on what he or
she has said. If this fails, a gestural or
written mode of communication may be
more effective than speech.

Do not assume that a deaf person’s
communication problems indicate a lack of

15.

16.

intelligence. A profound hearing loss
disrupts language acquisition to such an
extent that deaf adults rarely have the verbal
skills of a hearing 1Q-year-old child. The
most obvious deficits in the language of the
hearing impaired are a limited vocabulary
and difficulty with syntax (arranging words
into sentences). Reasons often cited for
these problems’are a lack of language

- stimulation and the fatt that the syntactic

fules-of American Sign Language are quite
different from the rules of English.

. If you know any sign language, ask the

person with whom you are talking if he or

she would like for you to use it. Some

people prefer to communicate through -
speech alone. Even if both of you agree to

-use signs, you may have difticulty,

communicatin'g if you have learned different
systems. Sign systems currently used in the
United States include: Americah Sign
Language (ASL), Systematic Sign Language,
Signing Exact English, Seeing Essential
English, Linguistics of Visual English,
Signed English, and Manual English.

If your protege or client communicates
primarily through signs and fingerspelling,
and you are not familiar with this method,
an interpreter may be necessary. An
interpreter simply translates the )
conversation; he or she doés not think or
answer for the hearing impaired person. -
When using an intarpreter, look at your

protege or client and carry on the

conversation as if talking to a person with

normal hearing.

Watch for signs of fatigue in your listener.
Following a conversation requires greater
effort on the part of a hearing impaired
individual, and the stress may make him or
her tired, irritable, and tense. In additlon,
tinnitus, a noise or ringing in the ears, may
be so annoying that it increases fatigue.
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GUIDELINES FOR HOSPITAL POLICY FOR HEARING IMPAIRED PATIENTS

| ‘ |. A central office should be designated to supervise services to deaf patients. This
‘ office should determine policy for provision of services to deaf patients and staff
knowledgeable about services should be available 24 hours a day. This office
| should be responsible for establishing and maintaining a system whereby quali-
| fiedd sign language and oral interpreters can be obtained on short notice 24 hours
| a day. .

1. The unit to which a deaf patient is admitted should immediately notify the desigé
nated office when a deaf patient is admitted.

I1l. An interpreter, if available within the hospital, should be sent to the patient
immediately to consult with the patient as to the patient’s preferred method of
communication, which may include:

1. Use of qualified sign language and/or oral interpreter,;

2. Lipreading; o

3. Handwrittten notes;

4. Supplemental hearing devices, or any combination of the above.

The interpreter should give the patient notice of his/her right to a qualified sign
language and/or oral interpreter to be provided by the hospital without charge to
the patient, and to his/her right to a differentinterpreter if he/she is unable to com-
municate effectively with the interpreter provided.

Should no interpreter be available within the hospital the patient should be given
notice of these rights in writt&n form (at a reading level no greater than 5th grade
level), and be given the optiongf choosing one of the above metho@s of communi-

‘ cation. ~

IV. When an interpreter is the preferred method of communication, th&nterpreter
assists in communications between the patient and hospital staff in all'situations
where effective communication is necessary to insure that the deaf patient is
receiving equal services and equal opportunity to participate in and to benefit
from hospital services. These situations include, but are not limited to:

1. Obtaining the patient's medical history,

2. Obtaining informed consent or permission for treatment;
3. Diagnosis of the ailment or injury;
4
5

. Explanations of medical procedures to be used;

. Treatment or surgery if the patient is conscious, or to determine if the patient
iS conscious;
6. Those times the patient is in intensive care or in the recovery room after
surgery;
7. Emergency situations that arise;

8. Explanations of the medications prescribed, how and when they are to be
taken, and possible side effects;

9. Assisting at the request of the doctor or other hospital staff;
10. Discharge of the patient. .
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. Friends or relatives of a deaf patient should not be used as interpreters unless the
deaf patient specifically requests that they interpret. Deaf patients, their friends,
and their families should be told that a professional interpreter wiil be engaged
where needed for effective communication.

V. The deaf patientshould be informed that another interpreter will be obtained if the
patient is unable to communicate effectively with the assistance of a particular
interprpter. The hospital shall obtain another interpreter if the patient indicates
difficulty communicating with a particular interpreter.

V1. Any written notices of rights or services and written consent forms should be writ-
ten-at no greater than 5th grade reading level for deaf patients. An interpreter
should be provided to assist if the deaf patient is unable to understand such
written notices. o

Vil. A telecommunications device for the deaf (TDD) should be obtained and used for
making appointments, for giving out information, and in emergency situations.
Portable TDD's should be available on request for deaf inpatients. -

Telephone amplifiers should be provided for hearing-impaired patients. All tele- .
phones should be comnatible with hearing aids equipped with a telephone coil.

VIIl. Alternative methods to auditory-intercom systems, paging systems and alarm
systems should be provided for hearing-impaired patients. .

lx.. Ongoing efforts shoutd be made by the hospital to sensitize staff to the special
needs of deaf patients. . :

X. Contact with deaf people in the community, organizations for and of the deaf, and
community agencies serving deaf people should be maintained for assistance in
developing a list of qualified interpreters and in developing a program of hospital

- services that is responsive to the needs of deaf patients.

'GUIDELINES FOR DIRECT CARE STAFF

There are many things individual hospital staff can do to aid in communication

. with a deaf patient, make the patient more comfortable with the hospital environ-
ment, and thereby give better services to the patient. Common sense combined ..
with seme basic information about deafness will aid hospital staff in providing
good health care to deaf patients. It is important to remember that the deaf patient
. is the best resource and.should be consulted as to the preferred mode of
communication and any problems that arise. The communication barrier between
deaf and hearing people isolates deaf people and is overcome to the greatest
extent possible by explaining what is happening and answering any questions the
-patient might have.

The importance of using a qualified interpreter to insure effective communication
cannot be overemphasized. However, triere may be routine situations (such as
bringing dinner, checking in, taking ternperatures, etc.) where an interpreter is not -
necessary. The following guidelines on working with deaf patients will help
cofmpensate for the absence of an interpreter when one is not present and will
generally improve the quality of care provided.

;.

I. Make added efforts in communication to insure the patient understands what is
going on. o

‘ () T}-E




1. Allow more time for every communrcatron Don’t rush through whatyou want
to say. Repeat yourself using drfferent phrases and be sure you have been
understood.

2. Don't éxaggerate your lip movements Speak at a normal rate of speed and
separate your words.

3. Don’t restrict both arms. Leave the writing free and write and sign.

4. Make cards or posters of usual questions and responses that can be pointed
to quickly.

5. Keep paper and pen handy, but be aware of the wide range of Englrsh lan-
guage fluency and writing skills.

. Be sensitive to the visual environment of deaf patients by adjustlng llghtrng and
using visual rather than auditory cues and reassurances.

1. Use charts, pictures, or three-dimensional models when explaining informa-
tion and procedures to deaf patients.

2. Don't take a deaf patrent s glasses away, or leave a deaf patient in total
darkness.

3. Avoid having your back toa brightlightwhen communrcatrng as glare makes
it difficult to read signs or lips.

4. Face the patient when speaking and don’t cover your face or mouth.

5. Keep your facial expressions pleasant and unworried. If you look like death is
around the corner, the patient will be alarmed.

lil. Alert all staff to the presence and needs of the deaf patlent and be sensmve to
- those needs.

1. Flag the intercom button so that workers will know the patient is deaf and
requires a personal visit rather than a respbnse over the intercom.

2. Flag the patient’s charts, rooin, and bed to alert staff to use the appropriate
means of communication.

IV. Sensitivity to the specual needs of pe0ple with heanng ards requrres that hospital
~ personned:

1. Always allow the patient to wear the hearlng aid; -
2. Not shout at the patient; ; :
3. Make sure that the patrent has fully understood what has been said.

Prepared: October 1979
By: The National Center for Law and the Deaf
- Gallaudet College
Washington, D.C. 20002
(202) 651-5454
Revised: January 1980
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TIPS ON HEARING AID USE AND CARE:

| ‘ 1. Hearing aids make sounds louder, they do not make sounds clearer. Don't
' assume that a patient who wears a hearing aid will hear perfectly. The use of a
nhearing aid does not mean the patient understands speech.

2. Many people rely on hearing aids for communication and may want to wear the
aid at all times including during surgery, delivery, and/or in the recovery room.
Ask the patiertt.

3. A hearing aid user will adjust the volume of the aid for various situations. In
some situations a patient may turn the hearing aid off. If adjusting the volume
setting for a patient, rotate the dial slowly several times. Ask the patrent to
indicate when the level is comfortable.

4. Noise may be distracting or bothersome to a hearing aid user. Other norses\in
the room (such as a radio, television, other conversations) may be louder than
your voice and may make it difficult for the patient to hear you. Eliminate or
reduce extraneous sound when talking with a hearing aid user. Warn the
patient who wears a hearing aid before loud sounds occur.

5. When talking to a patient who wears a hearing aid be sure your whole face is
visible to the patrent

6. Keep the hearing aid available and accessible to the patient at all times.

7. Durmg long hospital stays establish with. patrent and staff a place to keep the
‘ ‘ aid when not in use.

8. If necessary to remove an aid for a patient turn the aid off before taking the
earmold out of ear. Likewise, put the earmold in ear and make sure it is
“comfortable before turning the aid on.

9. Learn how to place an earmold in ear properly. Be sure earmold is in the .
correct ear.

10. Check to be sure the aid is working properly before putting it on the’ patient.

~ 11. Ask the patient what the controls on the hearing aid do and learn the proper
. settings. Check to see that the aid is set properly before putting it on the
patient. A

12. Hearing aids should not be exposed to temperatures above 120° nor to radia-
tions such as x-ray or diathermy.

RN Keep the ard dry at all time
14. Open the battery case or ‘remove the battery at night.
15. Insert the battery by matching the + mark on the battery. (see illustration)

16. Ask the patient to keep a supply -of batteries available. Store extra batteries in a
cool, dry place.

o | R ‘ ' OF GATTALLET COLLECE
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17.
18.

19.
20:
21,
22.

Remove batteries if aid will not be dséd for a long period of time.

Never wrap the cord around a body aid. Avoid twisting, knotting, chewing the
cord. '

Ask the patient to keep'é spare cord available. .
Avoid twisting or puncturing tubing on ear-level aids.
Under no circumstances should the case of the aid be opened.

When necessary, clean the outer case of the hearing aid with slightly
dampened cloth.

. Check earmold roUtiner to see that canal is ffe_a of dirt and wax.
24.

Detach earmold when cleaning is hecessary. Clean with mild soap and water.
Never use alcohol or cleaning fluid. Make sure earmold is dry before reattach-
_ingitto the aid.
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CONSIDERATIONS FOR OFFICE MANAGEMENT OF DEAF PATIENTS

General Communication Tips

When communicating with a deaf patient be sure the patient can see your
face and body. '

Get the patient's attention before you begin talking. It may be necessary
to gently touch the patient. Receptionists should go into the waiting
room to summon deaf patients personally rather than calling their names.

Arrange lighting so that it is on your face and body, on the interpreter
if one is present, and on any written messages or plctures you are
using.

,
Make a conscious effort to use gestures and facial expressions with deaf
patients. Match gestures and facial expressions to the message you are
trying to convey. .

Pictures and models can be an effective communication tool for you and
your deaf patient. Use pictures and models that relate to the message
you are trying to convey or draw simple pictures and diagrams.

Allow the deaf patient to select the preferred mode of communication.
Be sure you understand the method of communication the patient requires
and be prepared to supply that method. o
Deaf patients respond to visual information. The frustrations of busy

or hurried personnel and worried facial expressions may create undue fear,
anxiety or other negative reactions that can interfere with adequate
communication.

Be sure you are understood and tell the patient jf you do not understand.

Tips on Talking With Deaf Patients

1.

Speak clearly, only slightly slow the speed of your speech. Any exaggera-

‘tion distorts visible pattern.

Do not shout. Shouting distorts the lip movements and the sound of your
voice. '

. Rephrase and repeat. Each time you repeat or substitute other words ybu

have another chance at succeeding in communication.
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OFFICE MANAGEMENT . o . ‘

Page two
4. Keep pad and pencil within reach of patient at all times.
5. When interpreting the deaf person's written messages to you look for
key words and concepts if the grammatical structure is not what you
" expect.
6. Rephrase, repeat and ask questions to be sure the patient understands
your message and you understand the patient's message.
7. If you cannot understand the written message from a patient contact a
family member or interpreter.
Interpreters
1. When an interpreter is the preferred mode of communication, the interpreter
should assist in all situations where effective communication is crucial.
2. Routine situations may not require an interpreter but in situations such
as obtaining informed consent or permission for treatment, explanations
of medication or procedures, and taking a case history require an
interpreter. : ) ‘
3. Family or friends may be helpful in some situations but should not be :
expected to serve as interpreter.
4., Talk directly to the patient not to the interpreter.
5. You should define terms and provide explanations if the patient does not
understand, not the interpreter. '
6. The interpreter should interpret everything said as accurately as

possible including side comments and comments between dental staff.

Telephone Use

1.

Telecommunications devices (TDD's) make telephone use possible for deaf
people. |If your patient has a TDD indicate that on the record and record
the telephone number. o

If your patient does not have a TDD, ask for the name and telephone number
of a hearing family member or friend.

Many cities have answering services for deaf citizens. Ask your patient
if such a service is,available in your community. |If so, you may contact
the service by telepﬁbne and the service operator will in turn contact
your patient by TDD.

You may find purchase of a TDD for your office beneficial to both you ' '
and your patient. . : :
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General Mahggement Tips

10.

1.

A team approach involving the dental! staff, parents, teachers, counselors,
public health nurse, social workers, the patient and/or others may be
required more frequently with deaf patients to insure continuity of

care.

To obtain ap accurate understanding of the patient's health history,
the dental staff may need to consult professionals, family members as
well as the patient.

Schedule adequate time to establish rapport with the deaf patient and
to determine preferred communication mode.

Explain unexpected long waits to deaf patients to ease the tedium of
the wait and to assure you have not forgotten them.

Explain procedures and alternatives clearly. Schedule appointments to
insure there is adequate time for explanations.

Explain referrals clearly and indicate reasons.

Explain medications and/or prescriptions to deaf patients and indicate
possible side effects.

Demonstration of procedures, instruments and equipment may be helpful-
for providing explanation and easing anxiety.

Explain the concept of local anesthesia prior to beginning treatment.
Explain this procedure by telling the patient you are putting the teeth
and gums to sleep and that the patient will feel no pain while the dentist
works. Establish a system for the patient to indicate to you if a
procedure is painful.

Allow patients to wear hearing aids and glasses during all procedures,
including surgery. |If it is absolutely necessary to remove glasses, keep
them wichin reach of the patient. |f the patient wears a hearing aid,
cue the patient prior to sounds such as the drill.

Because of the prevalence of poor oral hygiene among deaf children,
preventive dentistry should be emphasized. Oral hygiene training will
require more demonstration and modeling than with other patients.

Some patients are hesitant to report a hearing loss, especially adults
and older people who are losing their hearing. Learn the symptoms of
hearing impairment so that you can detect an unreported hearing loss
and make accommodations ffor communication.
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The Deaf Child

1.

Parents of the deaf child may be helpful in conveying information to the
deaf child, monitoring the child's home oral health care, providing
information on the child's possible behavior or reaction, and in.
establishing confidence. Watch the parent for tips on communicating
with the deaf child. .

Some parents magnify the implications of deafness and overprotect their
deaf children. Many do not communicate well with their deaf child.
Parents should not be used as interpreters if they talk for their

deaf child or make the child anxious. A sibling, teacher, or
interpreter may be more appropriate.

Prior to the first appointment with a deaf child (a) obtain a complete

medical history, (b) meet with a parent to explain what will happen
and ask the parent for the visit using pictures and other communication
aids. Provide illustrated brochures and other materials for the parent.

Schedule the appointment so that the deaf child spends as little time

in the waiting room as possible. |t may be helpful to allow the deaf
child to observe well behaved siblings or friends during dental
examinations. ’

Demonstrate procedures and equipment on yourself, an assistant or
parent.

Allow a parent, sibling or friend to accompany the patient in the
operatory. Position the child so the person accompanying him can be
seen. . :

Talk directly to the patient even if the child watches the interpreter
or parent most of the time. ‘

Remember the deaf child is a child first. Appropriate modifications in
delivery of dental services should be made according to the age of the
child just as with children who are not deaf. Although communication
may be impaired other developmental milestones should be normal for the
deaf child. -




Communlcaiing with a Visually
Impaired Person -

Most people find it obvious that a disability
which affects speech or hearing will interfere
seriously with effective communication. The
effect of a visual impairment, however, may not
be so obvious. Harold Krents is an attorney who
was blinded at age 9. Krents, who was the
inspiration for the play and film, Butterfiies Are
Free, has found that some people speak to
blind persons as if they were unable to speak or
hear normally. People may exaggerate their
pronunciation, shout, or whisper in front of a
b!ind person.

TIPS

1. Introduce a blind person just as you would
anyone else. It is inappropriate and also
unnecessary to say, for example, “This is
Jim Jones. Jim is blind.”

2. Use words such as "‘look’ and “‘see”
comfortably. These words are a part of
English vocabulary and it is unnatural to
avoid using them. )

3. When approaching a person with a visual
handicap, always state your name. Unless
he or she knows you well, do not expect a
blind person to be able to identify you by
your voice, especially in noisy surroundings.

4. Let the person with a visual problem know
when you are about to leave. Do not walk
away without saying anything.

5. If the person you are talking to has some
limited vision, do not stand with your back
to a window. The glare may be -
uncomfortable and cause eye fatigue for the
person who has some vision.

6. A visually handicapped person may need
verbal cues to help compensate for the loss
of information usually obtained from facial
expressions, gestures, and body movements.
For example, persons with normal sight
know when a question is directed toward
them because the speaker looks at them. A
blind person may not realize that a question
is meant for him or her unless you preface it
with his or her name (“Bob, what is your
address?").

7. We normally judge whether a persbﬁ is

paying attention by the amount of eye
contact used. When speaking to a person
with a visual handicap, repeat hijs or.her
name often and ask questions io be sure he
or she is “with" you.

. Vision impairment does not hecessarily ,

mean a lack of intelligence. Be cautious in
making assumptions and evaluations.




Communicating with a Physically
Handicapped Person

The majority of people who have motor damage,
especially those with cerebral palsy, have mild
to moderate communication difficulties.
Damage to the central nervous system may
interfere with the production of speech sounds
and with the rhythm and rate of speech. The
most common characteristics of motor speech
disorders are imprecise production of consonant
sounds, slow effortful speech, and difficulty in
control of pitch and loudness. When muscle
function is impaired, speech may be
accompanied by facial distortions, drooling, and
random body movements.

These behaviors often distract listeners and
make them feel uncomfortable; you may have to
make a conscious effort to pay attention to
what the speaker is saying. Also, the physical
tension associated with speaking and the
difficulty in being understood often discourage

- handicapped people from attempting to

‘communicate; to overcome this reluctance, you
need to be accepting, relaxed, and interested.

Severely physically handicapped people may not
be able to communicate effectively with speech.
As a supplement to or substitute for speech,
these people may use one of the more than one
hundred existing nonspeech systems. These
nonspeech modes include sign language,
pantomime, Morse code, communication boards
(symbols printed on paper, cardboard, plastic,
Masonite, or plywood), manipulatable symbols,
drawn or written symbols, machine-generated
speech, braille, and adapted electric typewriters.

The effect of the motor disability itself may be
increased by hearing los s, mental retardation,
defective oral sensatjon, seizures, perseveration,
hyperactivity, distractibility, or psychological
problems.

TIPS

1. When you meet a person with an unfamiliar
disability, you may have to consciously
avoid staring. At the same time, it is a
mistake to avoid eye contact because you
‘feel uncomfortable. Instead, look at the
person in the same way you look at a
nondisabled person, with eye contact and a
smile or greeting.

2

’

N

. Speech intelligibility of a person with a

motor speech disorder will often improve
after you become accustomed to the
distorted speech pattern. You can obtain a
good sample of the person’s speech by
asking a question which requires a lengthy
answer (for example, “What do you enjoy
doing?”’) or by having him or her read aloud.

. Allow a long response time from someone

who has a motor speech disorder. A
physical disability may increase the time
needed to initiate speech.

. Do not be offended if a person who speaks

with some physical tension seems reluctant

.to converse. This may be because of the

great effort the person expends in order to
speak. Encourage the person to speak and
create an accepting atmosphere by using

eye contact, smiling, leaning forward, and
nodding. ’

. If the person uses a nonspeech

coinmunijcation system, become acquainted
with the way the system works and benefits.
If you have reservations about nonvocal _
communication, you are likaly to convey this
attitude to the handicapped person. If, on
the other hand, you are willing to accept the
nonvocal method as a functional means of
communicating, you will convey your
respect to your protege or client. This can
only enhance your relationship with him or

her.

. Respect the personal space of a person with

a physical handicap. You must be close
enough to be easily seen and heard, but
realize that a person with a physical
handicap may not be able to protect his or
her personal space. Personal space Includes,
any equipment an individual uses; leaning
on a person’s wheelchair, for example, is
rude and may even seem threatening.

. If the handicapped persor must remain

seated, try to sit also so that you can
maintain the same eye level. Even if you
maintain a comfortable distance, you may
still appear to be threatening and dominant
if you stand. This is the teacher-pupil or
boss-employee position.




8.

10.

11.

Be sensitive about touching someone with a
neurological handicap. A pat on the back or
a hug is a pleasant, positive experience for
most people, but for someone with
neurological damage, another person’s
touch may be irritating or even frightening.
This does not mean that you should avoid
touching completely; just move slowly so
you don't startle the person and use firm
pressure (a light touch may tickle).

To keep the attention of a hyperactive or
distractible person, call the person’s name
frequently or touch him or her on the arm or
shoulder. If the person cannot focus
attention on one activity, limit the number of
distractions, such as unnecessary furniture
and equipment, bright, patterned wallpaper
or carpet, or an uncovered window.

If you note signs of fatigue, anxiety,
irritability, or disinterest, change activities,’
slow down, make the task simpler, or take a
break. Perseveration (the continued
repetition of a response when it is no longer
appropriate) 1s likely to occur when an
individual is tired, when situations change
rapidly, or when a task is too difficult.

«

Phﬁg}tal handicaps and speech disorders do
not mean a lack of intelligence. Focus on
the person’s abilities, not disabilities.
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TIPS FOR THE ALLJED HEALTH
PROFESSIONAL INTERACTING WITH
: 'HANDICAPPED .CHILDREN & YOUTH

The following pages contain some tips which Allied Hedlth professionals

may find useful when they interdct with a child/youth with special needs.
Suggestions on this page are general and apply to most children/youth with
handicapping conditions. Also included in these pages are ideas intended

for children/youth with mild handicaps (learning disabilities and mild retar-
dation), communication disorders, hearing impairments, visual impairments,
and orthopedic impairments.

General Tips:

® Relate to the child, not just the child's label.
e Try actively to understand how the child feels.
o Accept the child and see him/her as a learner.

e Help the child feel accepted. Once the child feels accepted, he/she
will usually your expectations if they are within his ability.

e Realize that your acceptance is a prerequisite to child's acceptance
of self.

e Promote friendships between the exceptional child and other child-
ren in the health-care facility.

K]
e Expect the child to meet established rules.
e Realize that poor behavior may be caused by boredom, or an inability
to respond because of the mode of presentation. Maintain challenges
and responsibilities.

e Be consistent; make needed modifications gradually.

e Include the child in conversations; do not shelter the child with a
handicap.

-



TIPS FOR THE ALLIED HEALTH

HANDICAPPED -

PROFESSIONAL INTERACTING WITH
CHILDREN/YOUTH WHO ARE MILDLY

‘hints.

A

Childfen and youth with learning disabilities may have processing difficul-
ties or mild forms of any sensory impairments.
with these children may find it helpful to skim other pages for more helpful

Presenting Information

Focus on the child's strengths,
Present information in small sequential steps.

Use several short learning periods; this is more effective than
having one long period. )

Present the same concepts using a variety of materials and approa-
ches.

Help the child recognize how he/she can use the learned shells in
his daily 1life.

Use a multi—mo%glity approach whenever possible.

Include realistic practice; students learn by doing rather than
reading or hearing about it.

Present tasks in a clear, concise manner to increase the child's
success potential,

Other Considerations

Use concrete objects whenever possible to illustrate abstractions.
Practice on realistic materials so skills are more easily trans-
ferred. For example, real money is more effective teaching tool
than play money.

Increase the use of tactile and manipulative materials.

Present materials at child's readiness levels, while respecting
his/her chronological age. .

Look for high-interest low-level materials.

‘Some children may have difficulties with distractability. Provide

a small cubicle, or separate chair behind a screen, to temporarily
separate the child from the activities of the surrounding area.

-2 -
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TIPS FOR THE ALLIED HEALTH
PROFESSTONAL WORKING WITH
CHILDREN/YOUTH WHO ARE
HEARING IMPAIRED

Environmental Considerations:

Arrange the seating so that the child can sit near you and observe
your face, as well as others in the room.

Be aware that gesturing and facial expressionSnare important cues
which help the hearing impaired child's understanding.

Realize that'the child needs to see your-full unobstructed face to
gain cues. Long hair or a mustache may obstruct the ability to see
your face and 1ip formations fully ~

Allow the child to move around to see the speaker.

Have the child sit with his/her back to the light so the light
falls on your face, or on the material the child must focus on.

Children/Youth with Hearing Aids:

If the child wears a hearing aid, consult with the parents, teacher
of the hearing impaired, or an audiologist for specific information
on the operation of the aid. Unless the child checks his/her hearing
aid, it would bhe helpful for you to know how:to check the aid to see
if it were working properly. Specifically:

Check to see if the aid is on.

Check connecting plug for firm cennection.

Check for frayed wires. .

Have spare batteries and know how to change them.
Check to ensure earmold is properly inserted.

N,

U~

A'Child with a hearing aid should be 4 - 10 feet away from the
speaker. Remember to use a normal voice; exaggerated speech distorts
sounds and lip movements. Speaking too slowly is as ineffective as
speaking too fast.

Aids amplify all sounds including instructional and environmental
sounds, such as feet shuffling, paper crumpling, air conditioning,
etc.



B.

have. An audiologist can help here. 8

Other Considerations: ' : - ‘

Listening skills must be encouraged to help the child maximize any

residual hearing; encourage the use of ary hearing the child does A

Listening is hard work; provide a Qariety of activities balancing
those that require concentrated attention and that are more natu-
ral and thus relaxing for the child.

If a word has several meanings, explain them. Words like pail or
plain, if 1ip read, look like pale and plane -- the child needs to
know all meanings so comprehension is increased and confusion

- decreased.

Materials and Media Considerations:

\ . B
Use a lot of visuals -- pictures,  models, posters, manipulatives,
etc., to supplement your verbal presentations; the old adage a pic-
ture is worth a 1,000 words is true here. :

2t

When using picfures and models be sure to hold them to the side of

- your face, not covering your face. Holding them over your chest

tends to make you want to look down and talk, thus obscuring your
lips from the child's view. | - , ‘

When presenting instructions, have them available in print as well
as giving them verbally.

Presentation Considerations:

Organize your presentations into sedueﬁtial steps. Indicate clear-
ly when you move from step to step.

If you need to repeat something, try rephrasing it to give more
cues. Don't just repeat and repeat the same thing.

Periodically summarize what has gone on before proceeding. Ask for
confirmation that concepts are understood before going on.

Make transitions from one tbpic to another very obvious. Use body
movements, and visually hold up the object you are about to discuss.

A




TIPS FOR THE ALLIED HEALTH
PROFESSIONAL WORKING WITH
CHILDREN/YOUTH WHO ARE
VISUALLY IMPAIRED

Environmental Considerations:

Seat the child in clear view of the person speaking.
\_\ .
Seat the child with his/her back to the light.

If the room arrangement 1is changed,:inform the child and let him/her
explore where and how these changes were made.

Keep supplies in the same, predetérmined place. This will allow
the child greater independence in locating the materials needed.

Be sure the child knows about the location of any breakable, or

potentially harmful objects.

Half-open or swinging doors can be potentially dangerous; have doors
either open or closed. .

Tell the child when you are leaving or entering the room.

. Other Considerations:

Most partially sighted children can learn to use their residual
sight; encourage the child to do so.

When written directions are given, read them aloud giving auditory
information.

Whenever possible, have information on tape -- these can be prepared
by you, an ‘aid, or a volunteer.

Using a residual sight may make the child tire easily, as it is hard
concentrated work. Plan varied activities so as not to fatigue
the child with one type of visual task.

Assist the child in actively developing listening skills.

. Developing Social Skills:

Habits such as rocking back and forth, head rolling, or staring at
bright lights may have developed because of a need for a self-sti-
mulation. To decrease this behavior, it may be helpful to keep the
child involved in interesting, manipulative-type tasks. Also, do
not hesitate to quietly remind the child of such habits.

-5
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. Material Considerations:

Use concrete objects and manipulatives to give tactile cues thé_
child can learn from.

Become familiar with materials such as large p.tint books and cas-
sette tapes available from the State library, and your Special Edu-

~cation Regional Resource Center (SERRC). Also, pamphlets contain-

ing useful information can be obtained from your local Bureau of
Services for the Blind (BSB).




TIPS FOR THE ALLIED HEALTH
PROFESSIONAL WORKING WITH
CHILDREN/YOUTH WHO ARE
ORTHOPEDICALLY HANDICAPPED

. Environmental Considerations:

Allow room for movement -- increase aisles to 60" and more for
turning corners. )

Identify or help plan for strategicaily located ramps, bathrooms,
drinking fountains and curb grading to increase the child's mobi-
lity in and around your facility.

Be sure there is adequate maneuvering space next to a door.
Provide ample space near & child's chair or table to store ctut;
ches and any other adaptive equipment.

Doors should not require more than approximately 6-8 1bs. of pres-
sure to open (even less for smaller, younger children using wheel-
chairs). If such doors are a problem for the child, arrange for
assistance.

Other Considerations:

Make materials available on a level which i8 comfortable for the
child in a wheelchair to reach them -~ on the first shelf rather
than on counter tops, etc.

Encourage development of writing skills. Slow and illegible writ-
ing should be understood as a motor control problem rather than as
an intellectual deficit.

Let the child take an active role in demonstrating and explaining

any adaptive equipment he/she may use.

As with any child, be sure to provide successful experiences for
this child.

v




. Medical Considerations: ‘ ‘

Maintain open communication between the parents and medical persoh-
nel. This can be very helpful in understanding the medical needs
of a child._r '

Know any medications taken by the child, and any possible side
effects that could affect behavior or performance. For example,
certain medications may cause tiredness or frequent urination.

Be aware of the physical stamina limitations imposed on a child by
a particular disabling condition. Such a child's schedule might
alternate between active stressful activities and more passive,
relaxing tasks.

Be aware that it needs more physical energy for the disabled child
to be mobile, whether that child is using crutches, braces, or a
wheelchair. '

Some children may be on a specific schedule for using restroom faci-

lities. Encourage them to independently meet their own needs here

(as opposed to being reminded of time schedules, etc.).

Understand that people who sits in wheelchairs for hours at a time

may develop problems with circulation. To prevent this, they will :
shift their weight frequently. This is not fidgeting or restless- : ‘
ness,

If a child is known to have any form of epilepsy, be aware of how to
deal with possible seizures. The child's parents, physician, nurse,
or local epilepsy foundation can all be helpful sources of informa-
tion. Overall, the most important thing you can do during a seizure
is to be prepared to remain calm, and to explain to others present
about the occurence in a matter-of-fact way.

Regular exercise and participation in active programs is good for
all children, including epileptic, orthopedically handicapped, and
other disabled children.




D. Considerations for Children with Motor Coordination Problems:

‘ e Provide adequate time to complete a task.

\o Be aware that some children may have difficulty in speaking clearly.
Your patience is needed here, to be understanding and to become
familiar with the child's words.

o If a spastic or jerking movements are exhibited, understand that
the child is not acting out or "behaving strangely" intentionally.
These involuntary motions cannot be controlled by the child. Fami-
liarity here will help everyone involved to feel more comfortable,




TIPS FOR THE ALLIED HEALTH

PROFESSIONAL WORKING WITH

CHILDREN/YOUTH WHO HAVE

LEARNING DISABILITIES ‘

A. Presenting Informatisn:

e Break tasks into very short tasks.

e Give verbal as well as written directions whenever possible.

e Give them only one (or few) questions at a time during testing.
e Include only that material which is absolutely necessary.

e Establish a féw}realistic goals.

e Keep child's area free from all material except what he/she 18 work-
ing with. '

e Keep the number of practice items on any skill to a minimum.
e Give the child a longer time than other children to complete tasks.
e Alternate tasks that are difficult and those that are more relaxing.

e Establish a specific schedule so the child knows what to expect.

e Keep work periods short; gradually lengthen them as child begins to k ‘ .
cope.

e Alternate quiet and active time; have shért”périods of each.
e Make movement as purposeful as possible.

e Make certain the child understands directions of assignments, re-
peating important directions.

e Change activities before the child's attention 1is gone, watch for
early signs of attention loss.

e Provide options for’ obtaining and reporting information -- tapes,
interviews, reading, experience, making something, etc. &

£

- 10 -

v @




n
THE PRACTICES OF A GOOD LISTENER™

10.

11.

12.

~ v
Listens to understand what is meant, not to get ready to reply,
contradict, or refute. This is extremely important as a general
attitude. ’

Knows that what is meant involves more than the dictionary meaning
of the words that are used. It involves, among other things, the
tone of the voice, the facial expressions, and overall behavior of
the speaker. ‘

Observes all this and is careful not to interpret too quickly.
Looks for clues as to what the other person is trying to say,
putting one's self (as best as possible) in the speaker's shoes,
seeing the world as the speaker sees it, accepting the speaker's
feelings as facts that have to be taken into account--whether the
listener shares them or not.

Puts aside own views and opinions for the time being. Realizes
that one cannot listen to one's self inwardly and at the same time
listen outwardly to the speaker. Is careful not to '"jam" the
receiving set.

Controls impatience knowing that listening is faster than talking.

The average person speaks about 125 words. a minute, but can listen

to about 400 words a minute. The effective listener does not jump
ahead of the speaker, but gives the person time to tell his/her story.
What the speaker will say next may not be what the listener anticipates.

Does not prepare an answer while listeaing. Wants to get the whole
message before deciding what to say in turn. The last sentence of
the speaker may give a new slant to what was said before.

Physically shows interest and alertness. This stimulates the
speaker and improves performance. :

Does not interrupt. When asking questions, the purpose is to secure
more information, not to trap the speaker or force the speaker into
a corner.

Expects the speaker's language to differ from the way‘the listener
would say the "same thing." Does not quibble about words but tries
to get at what is meant.

The purpose is the opposite of a debater's. Looks for areas of
agreement, not for weak spots to attack and blast with an artillery
of counter-arguments.

Listens to all participants, not only to those who are on his/her
side. R

In a particularly difficult discussion the listener may, before
giving an answer, sum up what he/she understands was meant by the
speaker, clearing up conte?ted points before attempting to

proceed. J

\ 24§




BRIDGING THE PARENT PROFESSIONAL
COMMUNICATION GAP*

"Whenever I'm meeting with professionals I usually feel so
frustrated, angry, guilty and helpless." ’ ’

Did you know that when professionals have meetings with parents that they feel
"frustrated, angry, guilty, and helpless"? This was documented at the 1979
IOWA ACLD CONFERENCE WORKSHOP where a group of approximately ten parents

and fifteen professionals were separated (with all the parents together, and
all the professionals together) into two groups and were asked separately to
list their feelings during meetings with parents (in the professional group)
and with professionals (in the parent group).

HERE ARE THE LISTS EACH GROUP CAME UP WITH: (in the order presented)

PARENT GROUP LIST: "When I'm meeting with professionals I feel ..."

a desire for honesty
run around

don't know too damn much
frustrated by jargon
anger .
disgust

disappointed y
defeated

guilt, guilt, guilt
overwhelmed

good

unsuccessful

trustful

respectful

sympathy

defensive

threatened

"I wish professionals were more ..."

helpful

child oriented

concerned

knowledgeable

‘receptive to profession upgrading
humanistic

understanding

free to be open

* Adapted from "How To Get Services by Being Assertive" by the
Coordinating Council for Handicapped Children.

a2
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"I like it when professionals oo , ’

contact/communicate with me
listen to me ,
come with positive information
show respect for students
become involved in support groups
. respect the knowledge of parents
individualize for students
share information
share professipnal knowledge : : .
treat parents as equal ‘///

. §
PROFESSIONAL GROUP LIST

"When I'm meeting with parents I feel ..."

frustrated

professional liability

parents don't care

parents not very informed

uptight

threatened

insecure .

pressured ‘
patronized

tired, burned out . .
tense

upset

unsure |
incapable of dealing with parents
unprepared indignant

put down : |
successful ‘
organized . |
confident ’ |
satisfied
knowledgeable

helpful

appreciative
fulfilled
accomplished

good about myself
needed '
burdened with red tape

"I wish parents were more ..."

better listeners
informed

24 .../3 ‘
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"I wish parents were more ..." (cont'd)

assertive .

ipterested - o .
less intimidated

reliable

initiating in dealing with problems
responsible .

caring’ |

involved -
supportive :
objective
better models
sensitive

"I like it when parents ...

ARE PERFECT

attend conferences, staffings ...

follow through with suggestions

both attend meetings

see progress

provide feedback regarding the child's "performance"
are supportive .of special services

are open with their communication

put their child's education first

show initiative in finding out what their child does in school
remember me at Christgpas time

are honest )

are objective

understanding of professional perspectives

are open minded

If you remember that professionals and parents are experiencing the same feel-

ings when you are meeting, and you both are "frustrated, uptight insecure,

threatened, tense, upset, unprepared, put down, burdened with red tape ..."

you can meet as partners, involved in the same meeting, sharing the same
feelings, the same frustrations, the same fears.

Remember, when you are feeling frustrated, the other person too may also be

frustrated; when you are feeling angry, that he/she too may be angry; when you
are feeling afraid, that he/she too may also be afraid; when you are feeling
helpless, that he/she too, may be feeling helpless. A real partnership can
develop between you if you can share your feelings with each other.

b
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- COLLABORATIVE PROBLEM SOLVING PLANNING FOR CHILDREN ’
WITH DEVELOPMENTAL PROBLEMS ,
Mark N. Ozer, M.D.

Introduction }

Recent federal legislation has mandated that the assessment of
children with developmental problems lead to operational plans on an
ongoing basis including goals, means and time for review. It is no
longer sufficient for the assessment process to lead only to the
determination of an administrative category such as mental retardation,
emotional disturbance, learning disabilities and so forth. This same
legislation has also mandafed parental involvement in planning for
the special needs of their children.“The regulations implementing these
laws have established procedures forvparental approval of any plans
and have protected the rights for appeal of decisions made by educational . .
authorities.

This paper will describe an assessment process designed to carry
out both the spirit and the letter of these legal requirements. It is
based upon the premise that resources within the educational system are
always limited; that the treatment of children with developmental problems
must be done with the involvement of those who remain primarily responsible;
and that the assessment iteelf, if properly conceived, can increase the
competence and confidence of parents in caring for their children. This

paper will also describe how allied health pessons on plamning teams may

serve as resources in carrying out these approaches.
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The Planning Process

If the assessment is to 1ead to an operational plan, it is necessary to
reconsider both the type of data collected and how such data may be collected
with the involvement of the parent. It is helpful to think of the assessment
process as a series of questions leading eirehtually to the final question:
WHAT ARE THE GOALS AND THE MEANS FOR CARRYING THEM OUT? What are the questions
traditionally asked and what changes should be made?

The first question traditionally asked seeks to define the problem:
WHAT IS NOT -GOING WELL? Much of the effort of the assessment team is devoted
to 'exp'loring the child's function by various tests to detemine areas of
both "strength" and '‘weakness." The areas determined to be dysflmctional

then detemmine the goals for the remediation plan..Much, if not all,of this

: exploration is done by professional staff using standardized tests.

Such testing has been criticized in terms of both the content of the tests

and the process by which they are administered (Bersoff, 1973). The performance

of a child on such tests relates only to a limited degree to performance on

actual tasks required in the home and school. It is not uncommon for\artefacts

of the testing procedure to lead to the determination of both "tmderachievelnent"

or "overachievement' when performance is compared to the classroom. It is the

performance of the child in the context of the classroam tasks and conditions

that is-the most effective predictor of future performance (Keogh and Smith, 1970).
It would\therefore be appropriate to involve the parent from the start: B

of the assessment in helping to define the problem along with the professional

staff. It-is the statement of the problem by all those concerned that insures

collaPoration in eventual remediation.
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Although the collection of dafa by the testers seeks to define both
strengths and weakneeses, it is suggesfed that the question as to strengths-
be made even more focussed. It has been found helpful, once a problem area
has been identified, to ask: IN AN AREA OF CONCERN, WHAT HAS THE CHILD BEEN
ABLE TO DO SUCCESSFULLY? At least three postive situations are to be. descrlbed
If, for example, a problem has been identified in the area of following oral

d1rect10ns, then the next question would be: At what times during the past

There are several purposes for this new more highly focussed question
as to “strengths.” In light of the ultimete plaﬂ to be generated, it is useful
to define the base from which new goalesare to be set. It is helpful to
know as sﬁecifically as possibie what the child is able to do at the present
thee to set appropriate goals for the future. This new question has still
another purpose. It is-designed to change the perception of those invelved
in the plenning. Any question also imparts a message. In this instance,
the message being conveyed is that-this child may wellkhave islands of
"wellness'' even in those areas considered to be ''unwell." It is important,

in light of the ultimate goal of committment to carry out the plan, to

‘increase the awareness of those involved with the child of the fact that

there have been situations when even this problem has been solved. It would
be ultimately necessary, in order for the plan to be successful, for those

responsible for the child to giye their selective uattention to those albeit
infrequent occurrences if such occurrences are to increase in frequency.

The very process of assessment helps to bring such awareness about.

-L\'

_ few days or hours have you found it possible to have the child follow directions?.’
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The search for three such episodes of success has the purpose of makmg
the ‘c‘hange in perception more likely. If the person providing the data has
merely identified one such occurrence of successful listening, it is indeed
a rare event. Even if two such occurrences could be documented, it is rather
infrequent. However, if at least three episodes could be docunénted, it begins
to seem more likely that one may indeed perceive the child as doing what one
wishes to see happen:more often. One may have hope for the future. The goals
one ma‘y set may indeed be possible.

Still another purpose is being served by this new quéstion as to successes
in tle area of concern. The data generated by this quest{on now provides the |
context for exploring the next new question in this planning séquence:

AT A TIME WHEN THINGS HAVE GONE WELL, WHAT DID YOU DO TO MAKE IT POSSIBLE?

The situation in which the ideas as to what worked are to be generated is

~one within the recent memory of the person. Attempts are made for that memory

to be as vivid as possible in temms of details such as where? when? who?

The feeling tone of that situation is evoked as well as ideas generated.

For example, the person recalls the child staying in the front yard of the

house yesterday after school as an ihstance when he followed directions.
What worked, she thought, was "'asking him to repeat what he was to do,
showing him the boundaries of the yard and promising him an ice cream cone."
It is not suggested that these ideas are unusual. It is their simplicity and
relation to the person's own experience that would make them compatible with
future use in bringing about ‘the accomplishment of the goals for the future.

The answers to the question as to means ultimately sought at the end

of the assessment thus come from what may have worked in the past.
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Asking this question as to what worked also imparts an important messagé.

The message_being.convéyed is that th9se involved with the child have data
that Would be crucial for the future. Such data are quite different in kind
from the trgditibnal data as to the present state of the_chiid in terms of
strengths and weaknesses. The question asks for what was done to bring about
successes. The data are not about status but of charge, of the conditions

for change and growth.

The message is®also designed to change the perception of those answering.

Much'energy is traditionally devoted to détermining what may ha?e been the
cause of the difficulties being seen at this time with the child. Far more
useful at the time of assessment would be energy devoted to exploring what
might be means by which the problem might be solved. The search for three
.ideas in answer to this question as to what worked leads to an awareness
that there are indeed things that work and have worked in the past; and
that the persons involved have been themselves responsible for setting up
the conditions. i |

Now having expiored these two new questions, those involved in the
planning can more effectively address the questions leading directly to
the plan for the future. WHAT GOALS SHOULD BE SET? WHAT WOULD WORK TO
ACCOMPLISH THEM?

In addition to new kinds of data, the assessment process in this
new model cannot be effective without the awareness that the data are
to be generated by the professional together with those who are the
primary participants in the child's life. It is they who must become
more aware of their own skills. The very process of assessment can
bring about such awareness if properly conéeived.in‘terms of the data
sought. When viewed as an ongoing process, the primary participants.

become increasingly aware of their own concerns, their own successes

their own means for bringing about such successes and their own goals. (Ozer, 1980).
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Role of the Allied Health Professional

The awareness on.the part of the allied health peofessional of this
problem solving planning in collaborétion with the parent can bring several
advantages to the entire effort of the planning team. As an independent
professional; particularly in the fields of.speéch and language,‘occupational
therapy and physical therapy, the individual contributes his own assessment
to the total done by the entire team. In all these fields it is crucial
to use this model of involving the parent who remains ultﬁnateiy the primary
trgatment agent. Collaboration in assessment and planning is required for
good therapy. |

The use by the allied health professional of this approach has advantages

~ for the activities of the other members of the team as weli. In the course
of interacting with the professional in this way, the parent has been p;gpared
to provide data that could be of aid in other areas of function. Particularly
‘relevant has been the development in the parent of greater awareness'of ideas
that have been helpful in solving pi'oblems in the child's development. Such
data generally have relevance to a number of functional areas different from
the situations in which they were first elicited. Ideas that have worked in
one contexf frequently have application in others. The ideas that worked in
relation to the child staying ih the front yard in the example given earlier '
would of course work in other situations.

The activities carried out in this model with the parent have still
another possible advantage for the planning team. Not only has the parent
been prepared to contribute ideas but the form of the interaction in this
collaborative assessment process has served to enhance the self-confidence

of the parent and could enable her to function more effectively as a case

manager.
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Conclusion .

The assessment procedure has been reconsidered in terms of its goals
of developing operational plans with the collaboration of the parent.
Changes were described in the type of data sought. Far greater emphasis
should be placed on data concerning what has been accomplished particularly
in the areas of greatest concern. Data should also be collected about the
means by which such successes may have occurred. The ideas that have worked
have generai applicability and can be used in the plans for the future.

The form of the interaction in which the data are sought must also be
reconsidered. Questions are asked rather than directions given. Allied
health professionalscarrying out the activities outlined in this medel

contribute to their own professional effectiveness and of the entire

team in the course of enhancing the competence and confidence of the parent.
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CHAPTER YV Law (Title 17, U.S. Code)

ASSESSING PARENTAL CAPABILITIES

Family relations and child-rearing practices are topics of continuous
concern in most communities. What does it take to be a good parent? How
can | make my child behave? Am I doing the right thing when I praise or
punish my child? Such questions naturally arise in the minds of parents.
The steady flow of books, magazine articles, lectures, movies and television
soap operas concerned with family life and child-rearing testifies to the
central importance of such reexamination to our society.

Acceptable family patterns and child-rearing practices undergo con-
tinuous refinement as society changes. Transmitting the primary values,
skills and other personality characteristics from one generation to the next
is the key to a society’s survival. Granted that biological as well as social
factors enter into the development of an individual's personality, certain
shared attitudes, beliefs and values within the culture provide a common
basis for socialization of a child. '

‘ These implicit attitudes, beliefs and values constitute sociocultural
premises that fundamentally determine shared personality characteristics
within a given culture. Cultures differ in ways that are important for
parenting as well as child development. The physician who is sensitive to,
and respects, these differences will have a far greater chance to influence
parenting. He will even be forgiven cross-cultural mistakes if families sense
he has such an attitude.
~ Most mothers and fathers are called upon to adjust their parenting
approaches as their children pass through successive stages of develop-
ment, because parenting skills which may be appropriate to the child’s
needs at one stage may be inappropriate at another. For this reason, parents
often find it easier to rear children in one stage of development than
another. Some are more comfortable with infants, for example; others with
older children. Different parents respond differently to different children,
in a reciprocal fashion. “Parent development” and "family development”
are valuable concepts for understanding family dynamics at any given
point in time (See Table II). ‘

Parental attitudes also are an important influence, perhaps even more
important for the child’s personality development than the particular
child-rearing techniques the parents use. In fact, the parents’ underlying
attitudes may influence their choice of specific child-rearing practices.

There are few accepted objective ways of measuring the interrelated
factors of parental attitudes, behavior and child-rearing practices that we
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Table II
CHILD DEVELOPMENT, PARENT DEVELOPMENT lAND FAMILY DEVELOPMENT*

Child’s Individual , '
Deveiopmental Stages Developmental Tasks Parent Development Family Development
The marriage
Infant Trust Learning the cues The birth of the first
child and subsequent
child bearing
Toddler Autonomy Learning to accept Redefinition of roles
growth and development with the birth of each
: child :
Pre-school Initiative : Learning to separate Individuation of
' family members
School age Industry Learning to accept .
rejection, without
deserting {permitting
independence)
Adolescence Identity Learning to build The actual departure
a new life of the child
Intimacy The integration of loss

*Based on Prugh's comparison?!




call “parental skills.” Nevertheless we can postulate, as ideal, certain
attributes or goals:

1.

(<2

The ability to provide a mode! for mutual respect, which can be charac-
terized as a climate of openness within the family. This implies recog-
nition of the importance of the child’s feelings and views, even though
parents maintain responsibility for making final decisions based on
the needs of the family as a whole. :

. Flexibility for modifying parenting roles with each new develop-

mental stage, which includes sensitivity to the child's changing feel-
ings, attitudes, abilities and needs, as well as an awareness of changes
associated with parental and family development.

. The capacity to nurture. An infant’s intellectual and social develop;

ment during the first two years of life is facilitated if his mother
provides varied stimulation, shows affection, and responds fairly
quickly and consistently to his signals. The child also should be
allowed “to be” and “to feel.”

. The ability to set limits. Proper structure and discipline should be

provided to accord with acceptable behavior within the family and in
the outside world. A “vicious cycle” develops in certain families—the
child misbehaves, the parent punishes, and the punishment only
stimulates the child to added misbehavior. Families caught up in such
a cycle can, if they wish, be trained to interrupt it and to substitute a
pattern of family functioning that is increasingly tolerable to both
parents and children. .

The most effective parent is one who combines affectior with strict
control and joint discussion of family-related issues. Neither the par-
ent who is affectionate and permissive nor the parent who is cold and
authoritarian is as effective, when effectiveness is measured by a
child’s later competence in dealing with his environment away from
home.

- The ability to allow independence, which means to encourage each

family member to branch out and satisfy needs outside the family
system. Such encouragement, however, should be related to parental
insistence that the child assume developmentally appropriate respon-
sibilities.

. The faculty of parents to recognize that what they do is more important

than what they say, and to understand that congruence between verbal
and nonverbal messages is important.

. The capability of each parent to commit himself or herself to a marital

relationship where each gives the other permission to express and
satisfy needs in an acceptable manner. :

. The ability to relax and be comfortable in the parenting role, which is

contingent not only upon accepting one’s limitations in all of the
above areas, but also upon being optimistic about building on indi-
vidual and mutual strengths.
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In assessing parental skills the physician should, at the outset, be-aware
of conditions and situitions, usually historical, that are conducive to high
nsks an panent-infant relationships. The following list contains certain
chimcal clues. and should be used in conjunction with the lists of problems
and vulnerabilities in Chapter IV:

1. Tecnage mothers, particularly if primiparous and under age 17.

2. Unwed mothers, whether or not they plan to keep the infant.

1. Premature infants, especially those with complications.

4. Infants with congenital abnormalities.

5. Any illness or defect requiring continued hospitalization and
extended mother-infant separation.

6. Difficulty with pregnancies, especially involving the loss of an infant;
induced abortion (therapeutic or not); habitual abortion; fertility prob-
lem or miscarriage, especially if a long wait for a child is involved or
the parents believe this is their “last chance;" post partum depression
in any pregnancy. ’

7. Serious problems during pregnancy:

(a) Medical (toxemia, diabetes, Rh incompatibility, etc.)
(b) Psychosocial (deaths or losses in family, marital separations, dis-
turbing moves, etc.)

8. Serious marital problems; question about paternity, husband deserted,
etc.

. 9. Poverty, especially if limited prenatal care was involved, as well as
. particularly intense feelings about discrimination.

10. The parent, especially the mother, losing a parent in early childhood.

11. Psychopathology.

Parent-child relations often are adversely influenced by psychopathol-
ogy in a parent. One negative outcome of the phasing out of mental hospi-
tals and the maintenance of mental patients in the community has been the
fact that many families, through their inanility to cope with the mentally ill
patient in the home, have seriously endangered the mental health of their
children.

Children who were born to mental patients when either the mother or
father was initially hospitalized have been studied to see if difficulties have
been encountered by the child with a mentally ill parent at home.? In one of
three of these families with mentally disturbed parents, at least one child
has had severe psychological difficulties. Even where treatment was pro-
vided to both father and mother, the children were largely ignored. A very
early return to the home of heavily tranquilized mothers who are then
responsible for the care of their children, usually without additional help,
can have deleterious effects upon the children.

While “high-risk” parents can be identified easily through social his-
tories, many of them turn out to be adequate nurturing parents. Somehow
they develop the capacity for parenting. They have strengths which the
physician should attempt to identify and encourage.
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There are other parents who may exhibit no apparent deficits related to
the aforementioned clues, but have more than usual difficulty in develop-
ing parenting skills. In such cases, the physician should be alert to other
risk indicators; e.g., hostility toward a child when a new baby arrives;
heightened anxiety over future events, such as the child's adaptability in
school; and parental “clinging” to the child.

Below are specific questions that can elicit responses from the parent or
parents to help the physician assess parental capabilities at different points
in child, parent and family development. The physician can use such
questions particularly as a screening instrument to identify additional
“high risk” situations. Although they have a somewhat logical sequence,
the questions may be asked in any order. Perhaps none of these questions
will be relevant to a given situation; however, by asking these or similar
questions, the clinician can indicate his interest in the parents as persons
and in their specific concerns. ,

The questions are arranged in pairs, with each set dealing with the
parents’ attitudes and behavior and also with the child’s behavior.
Although the questions regarding parents’ attitudes are phrased so as to
avoid defensive responses, the clinician may feel that with certain anxious
orangry parents he should first ask questions regarding the child, and come
back later to questions dealing with parental feelings: The clinician also
should make an independent judgment in each case as to whether to use the
questicns in conjunction with, or apart from, the “family inventory” out-
lined in Chapter I. C

1. (8) How does it feei to be the parent of a child at this stage?
What is the most frustrating thing about this stage?
(b) Tell me about your child at this stage.
2. (a) What were your previous experiences with children at thi: ~*age?
(b) How does he compare with the other children?
3. (8) What do you do and how do you cope? How does this seem to
work? Have you thought about extra resources (day-care, nursery
school, etc.)? ‘

¢ (b) How does he react to people; show his will; move out; show his

interests; express his individuality?
4. (a) Do you think it's easier to bring up a boy or a girl?
(b) What kind of boy/girl things does he/she do?
5. (a) What do you do together as a family? What about TV?
(b) How does he fit in the family? Whom is he more like?
6. (a) With whom do you discuss family problems?
(b) To whom does your child talk when he has a problem?
7. (a) What do you think it's going to be like for you and your children in
the future? :
(b) What are your thoughts about how he will be in the next few years?

The clinician can take into account certain check-points (See Table I
when asking such questions to assess parental capacities.
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Table 111
CHECK-POINTS FOR CLINICAL ASSESSMENT OF

PARENTAL CAPACITIES*
Points in Child Development Parental Capacities to be Assessed

Pregnancy and delivery Beginning maternal attachment:

v readiness for parenthood.

Early infancy Capacity to learn cues, perceive
needs and continue attachment
and bonding.

Late infancy—Toddler Capacity to accept growth and de-

velopment, empathize, perceive
child as a separate being; de-
velopment of capacities to support
autonomy, set appropriate limits.

Pre-school level ) Capacity to accept separation,
support beginning individuation,
tolerate dependence and regres-
sion; development of family :oles
and capacities, including mourn-
ing for losses.

School-age Capacity to accept growing inde-
pendence and attachment to par-
ent of opposite sex, teachers and
peer group, give increasing re-
sponsibility, perceive and actively

support child’s need for mastery.

Adolescence Capacity to support search for
identity and greater indepen-
dence, offer guidance and limits,
with participation by adolescent;
further developments of family
roles and capacities; permit young
person to leave family, begin to
build for selves new life and roles.

*Based on Prugh's delineation!

If, after using the questions outlined in Table III, the physicitn believes
there may be problems in parent-child relations or in parenting techniques,
he should share his concern with the parents in a nonjudgmental and
nonaccusatory way. If the parents cannot comprehend the problem or they
reject the notion that a problem exists, it is usually futile to argue with them.
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Rather, the matter should be brought up again at subsequent visits for
further discussion. When the parents are ready to accept some help, the
physician will need to discuss with them whether he should personally do
the counseling or refer them to some other professional (see Chapter VII).
For parents who are inexperienced or naive in matters of childrearing and
do not show overt emotional disturbances themselves, the physician may
wish to suggest parental training. ’ :

Centers for Parental Training

Several research-oriented centers have been established Ai'g_yﬁious parts
of the country to enhance parental skills. Training sessions for mothers and
fathers are incorporated in these programs, as are frequent home visits by
social workers. ‘ '

There is evidence that these centers have had a significant effect.? Par-
ticipating mothers have been found to be more sensitive to their children's
social, emotional and intellectual needs; more aware of the causes of child
distress, and more skillful in comforting their children and in using appro-
priate community agencies; and more aware of the range of individual
differences among children, placing less value on stereotypic expectations.

Children involved have benefited in intellectual and language develop-
ment, as well as in social and emotional growth, as compared with other
children.

The physician may find such a center to be an important resource for
some of the families he sees. v
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CHAPTER I

CHILDREN AND FAMILY ASSESSMENT: THE
" FAMILY INVENTORY

The family inventory is an instrument for identifying developmental.
problems in the child, while assessing the interplay of their multiple
causes. The inventory can prepare the family for taking effective remedial
steps, It is almost axiomatic that the child who presents for treatment
can never be viewed in isolation -- only in the context of the family of
which he is a part, : N

The use of a family inventory will bring out different problems in differ-
ent cultural groups. It is often difficult, for example, for white staff
members to discern the strengths and healthy coping mechanisms of black
children. White socliety may pressure the black child to act white-like
to receive the affirmation of the staff and get care. To the black family,
change then implies desertion of the family and denial of race, )

The commouly mentioned identity problems of black, Spanish and other
cultures living in a white environment are accentuated.in a health setting
unless the problems are recognized and dealt with. . The family inventory
will clearly demonstrate some of the attitudinal phenomena seen in certain
minorities, These groups may have faith in alternative methods of health
care. These beliefs may not only keep the family from entering the medical
system and asking for health care, but also interfere with the use of medi-
cation, physiotherapy, and other types of standardized medical treatment
for children,

. The family inventory will also suggest that certain problems are more
common In some types of families. We are all aware that poor people have
more physical illnesses and that this would appear to be a circular phenom-
enon. However, the distancing and separation From standard health care
that occtirs in many non-white or non-middle-class families may lead not
only to resentment but to the commonality of depression among these
various groups. Immigrants and refugees have considerable depression that
stems from being separated from their own ties, as well as from the diffi-.
culties of being absorbed into the mainstream culture of their new home.

.Such difficulties are frequently compounded by resentments the physicians

harbor in caring for such persons, as well as by lack of understanding
of their specific problems, ~

The facts needed and the techniques for obtaining data for a psychosocial
evaluation of a child and his family are not usually found in standard

textbooks on physicgl diagnosis, nor in courses taught in medical school. It.

would be well for the physician to ask a few leading questions about psycho-
logical stress and the emotional climate of the home in his first con-

tacts with the family. From such an approach he can expect to get clues
about causes, and to maintain an "open door" to explore multiple causes,
should the need to do so arise later.

If the physician has not set the climate for psychosocial exploration
during the initial history and subsequent well-baby visits, he should let
the parents.know, when a developmental problem becomes apparent, that he .
would like to explore psychological factors that may be operative, He .
should ask ‘the parents whether they have considered this possibility them-
selves, and, if they have, what their ideas are.

From: The Physician and Mental Health of the Child, American Medica®
Association, 1979. .
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Frequently, with developmental problems, the presenting complaint is ‘ |
vague and unclear, making it necessary for the physician to urge parents
and child to describe as clearly as possible what they see as the primary : ‘
problem, and, if the problem is chronic, what events or changes in the
situation made them decide to come in for help at this particular time, i
The physician also will ask about any other possible behavioral and |
emotional symptoms that the parents may have been aware of but did not
volunteer in the initial history. In addition, he needs to know about
the child's pre-school and primary school adjustment, scholastic success,
and the attitude of both the child and the family toward school, If the
child has symptoms related to school problems, the physician should request
a' report from the school covering the child's academic and social adjustments
and giving results of any formal testing, Although this report should be
in writing, a telephone call often will provide esgential supplementary
information, . :
Questions about the child's relationship with other children, including
siblings, are important, as are those pertaining to the child's relation-
ship, both positive and negative, with each parent individually and together,
The inventory also will cover the child's playtime interests and activi-
- ties, his energy supply, his sleep and eating patterns, his mood and mood
changes, his awareness of his own sex, his knowledge of the basic biologi-
cal facts of life, and any habits or bodily concerns that bother the child:
or the parents, ' :
The physician should ask for a description of a "typical day." He should
seek information on the physical and emotional health of the grandparents, ‘
and of other significant adults in the child's life. He should ask directly
about possible psychologically stressful events, Finally, he should elicit
in-a non-judgmental way a narrative description of how the parents discipline
the chiid, how they feel about the child, how they feel about one another,
and any concerns they have about disruptions or potential disruptions in
the marriage or in the family unit. The physician must be sympathetic to-
ward a family's dilemma if he wishes to elicit full cooperation in diagno-
sis and treatment, Otherwise, one or more family members may feel blamed
or '.capegoated,”" and become defensive or otherwise uncooperative,
Taking a family inventory cannot be learned entirely from reading. It
must be learned in the same manner that history taking and physical diagno-
sis are learned in medical school; i.e., by watching an experienced practi-
tioner perform the task, followed by practice sessions under his supervision.,




OUTLINE FOR FAMILY INVENTORY 8.

Information in each of the following areas is relevant to evaluating pro-
blems that may present themselves, Ideally, the physician learns much about
the past history and the social adjustment of the family members and the fami-
ly as a unit during formal and informal contacts with them over a long period
of time, starting with the first well-baby visit, If the patient is new,
however, or presents an entirely new problem, the physician may find it neces~-
sary to obtain the information by direct questioning in one to three speci-
fically designated appointments. A

It is impossible for the physician to get an accurate assessment of each
family member from the usual second-hand description provided by one member
. only, typically the mother, While it is desirable that the physician inter-.
view both parents, at time interviewing has to be done on the basis of exped-
iency. The single-parent family, of course, is one example, Even in this
case, it is still worthwhile to make the effort to interview as many persons
as possible, including the parent, the child and siblings, individually
or in a vraiety of pairs, as well as others who may be part of an extended
family. :

The following outline is supplementary to, not in place of, the standard
medical history, The first categories deal with the child; succeeding cate-
gories move on to interpersonal -and family celationships,

I. Presenting symptom(s) (problems).
A. Describe as succinctly as possible in your own (parents') words,
IT. Course of symptoms, '
A, Time of onset, if possible,
B. Describe symptoms since onset.
C. What thing(s) made you decide to seek help now?
D. Any additional symptoms? )
III. Past History -- any previous psychological or behavioral problems?
Illnesses? Operations? Family's reactions to these events?
IV. Psychological inventory of child,
A, School adjustment.
1. As described by child,
2, As described by each parent, .
3. Teacher's report on academic and social adjustment, :
4. Academic and psychological testing already done by school.
B. Interpersonal relationships, ' '
1, With peers,
2, With siblings.
3. With mother,
4, With father,
5. With significant others,




C. Activities and interests.
1. Energy level
2. Moods and mood changes.
. Sleep and eating patterns.
. Playtime interests and activities.
. Sex education to date.
. Habits
. Bodily concerns.
. Description of a typical day.
V. Psychological inventory of family.
A. The parents.
1. Date and reasons for marriage.
2. The development of the relationship.
3. Current feelings about one another.
4, Financial adjustment and employment history.
5. Sexual adjustment.
6. Contraception and family planning.
7. Attitudes about discipline.
8. Feelings toward this.child.
9
10
11

Oy W

. Feelings toward the siblings.
. Any separations, actual or contemplated.
. Religious background.
B. The Grandparents.
1. Current health and social adjustment,
2. Reldtions to this child and the family.
C. The siblings.
1. Names and ages.
2, Current health and social adjustment.
3. Relationship with this child. o
D. Housing. ‘
1. Neighborhood character.
2. Number of moves.
3. Current amount of space in the house.
4, Sleeping arrangements.

The physician may also find certain screening questions helpful to use in
conjunction with the family inventory. Samples of such questions are
provided in Table I.

At the time of a crisis, a review of family strengths, problems, and the
salient features of the family inventory can be therapeutic in and of itself,
because many families will quickly develop insight into the psychological na-
ture of the child's symptoms and intuitively know which steps to take to
alleviate the situation.

Even if the family inventory does not produce an amelioration of symptoms,
it will be useful in providing clues about causation and in the selection
of one of the types of therapy to be described subsequently in this monograph.
Because all behavioral and most emotional disorders are multi-determined,
however, the physician must keep in mind that the inventory may only furnish
leads for additional physiologic or psychologic investigation, rather than
reveal definitive etiology. \



TABLE I

Sample "Screening" Questions for Various Developmental

10.

Levels from Pregnancy

To 8 Years of Age*

(A) PREGNANCY

Examples of Questions

1.

2.

How often do you visit with
your parents or other family?

Has anything happened eithér before
or during your pregnancy that causes
you to worry about the baby?

Do you have any condition that you
think might be made worse by being
pPregnant?

What was your reaction when you felt
life?

Is your husband (the father of the
child) much help?

How would you compare the way you
feel now with the way you normally
feel?

’

Illustration of '"At Risk'' Response

1.

-2,

‘Rarely

My husband calls his ex-wife all v
the time, It upsets me terribly..
I'm afraid it will hurt the baby.

Yes, I had a kidney infection last
year,

I don't. remember.

He's like another child to take
care of,

Everything hurts.
housework done.

Can't get my
Never sleep now.

(B) NEONATAL PERIOD (up to 4 weeks)

Examples of Questions

1.

2.

Illustration of "At Risk' Response

Do you think you can tell your baby's 1,

cry from others?

How does the baby compare with what
you imagined he/she would be like
when you were pregnant?

As far as you know, is everything
OK with the baby?

2.

3.

No. They all sound the same to me.

Very different., He's too active.
Never gives me any peace. And

he doesn't look like either of us.
Wonder 1if it's mine.

The doctor told me he was fine.
But my girl friend lost her baby
when he was 4 months old. Maybe
something will happen.

* Developed by Richard L. Cohen, M.D., University of Pittsburgh, Western
Psychiatric Institute and Clinic, School of Medicine, Department of Psychiatry,
Division of Child Psychiatry.
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6.

Are you getting any help with < 4,
the baby?
How has your husband (mate) react- 5.

ed to the baby?

Are you satisfied with your abil- 6.
ity to take care of the baby?

[
[

I'd rather not, I really don't
trust anyone else with him,

I think he's pretty jealous of
him,

He's really a mystery to me,
I never know what he wants,
He keeps me running in circles,

Examples of Questions

(C) LATER INFANCY (up to 15 or 18 months)

1,

5.

6.

Illustration of "At Risk" Response

Does the baby seem to know you? 1.,
How can you tell?
(around 4 months)

What does the baby seem to be inter- 2,
ested in? (around 6 months)

What does he do when a stranger 3.

comes into the room? (about 8 months)

Does the baby like to explore things?4.
(about 1 year)

Does the baby try to get your atten- 5.

tion by other ways than crying or try
to do things with you?

Has he become fairly regular in his 6.
habits of eating, sleeping, elimina-
tion, etc.?

I'm not sure. He smiles at me,
but he smiles at everybody th
Bame Way L] N

He's pretty quiet. He mostly
likes to look at the TV,

Anyone can pick him up. He really
doesn't seem to favor anybody very
much.

Yes, but I'm afraid he'll hurt
himself, I've got most things
put away and I keep him always
in the kitchen or his own room,

No. not really very often.

No. Depends entirely on his
mood-—-or maybe mine., I never
know what the day will be 1like,

Examples of Questions

(D) TODDLERHOOD

Illustration of "At Risk" Response

1.

2,

What kind of toys does he seem to 1,
like to play with?

Will he try to ask for things when 2,
he wants something?

Well, he doesn't really have any

of his ow-., He just uses his older
brother's who is six.

No. He points or cries.




3. What kinds of things can the baby
do for himself? For instance, how
well can he feed himself?

4, Does he seem to say "no" a lot?
How do you handle that?

5. How does he act if other kids his
age are arournd?

6. How does he act if you and your hus-
band go out in the evening?

12.

3. Oh, I don't think kids can be
expected to do much at this age.
Besides, he makes such a mess,
it's simpler for me to do it,

4. T just can't please him. Every-
thing I do is wrong. Maybe he'll
go through the rest of his life
Just rebelling against everything.

5. He usually ignores them completely.

6. He makes a real fuss, The sitter
says it takes hours for him to
quiet down. I guess I'm thinking
about him the whole time we're out.

(E) PRESCHOOL YEARS

Examples of Questions

Illustration of "At Risk'" Response

.1. What kinds of things do you still
have to do for him?

2. How does he act with kids his own
age?

3. Does he(she) like to imitate father
(mother) ?

4. Does he mostly sleep through the
night?

5. 1Is he showing interest in his own
body -~ and in his parents or
siblings?

6. What is he interested in? Does he
ask lots of questions or want stories
to be read to him?

1. He comes to me for almost every-
thing. He still wants me or my
husband to go to the bathroom with
him.

2. He can't share, Always has to be
the boss or he won't play.

3. No, I can't think of any examples
of that.

4. No., He gets up a lot. He seems
to have nightmares. Or he will wet
the bed and then want to sleep with
us.
5. Mostly, he's afraid of getting hurt.
If he falls or cuts himself, he cries
a lot and asks a lot of questions
about whether it will get well again.
6. He still likes to play with his
baby toys. He avoids new things
or new ideas, He really wants
things to stay the same.




Examples of Questions

l. How has he taken to the idea of
going to school everyday?

2. Does he like to play games with
other kids?

3. What does he(she) talk about being
when he(she) grows up?

4, What is he like when he gets
sick?

5. How does he act toward the baby?

How does he react to doing chores
sround the house?

13.

(F) 6 TO 8 YEAR PERIOD

Illustration of "At Risk'" Response

1. He complains and fusses a lot.
Full of excuses. We have to stay
on top of him the whole time.

2, Yes, but they don't last very long.
He likes to change the rules if
he's losing and they get angry
with him.

3. We never hear him talk about
anything like that, I think he
has the idea that he's going to
stay with us forever.

4, You never saw a bigger baby. 'He
‘acts like a 2 year old.

5. He's very jealous. We have to
watch him to make sure he doesn't
hurt the baby.

6. We've stopped that, You have to
nag so much that it's easier for
us to do it.




‘ C PERCEPTION OF -SELF AND OTHER

Complete the chart below, indicating how you see yourself, how your partner sees you,
how you see your partner, and how your partner sees him/herself on the factors listed
according to the following continuum.

1 2 -3 4 5. 6 » 7
Never or Usually Sometimes But  Occasionally Often Usually Always or
" Almost Never Not Infrequently True True True Almost
True True True Always True
I See Other I See Other |
Me Sees Me Other Sees Self |
1. Self-Reliant ' |
|
2. Yielding

3. Helpful

4. Defends Own Beliefs
‘ 5. Cheerful

6. Moody

7. Independent

8. Shy

9. Conscientious

10. Athletic

11. Affectionate

12. Theatrical

13. Assertive

14. Flatterable

15. Happy

16. Strong Personality

17. Loyal

‘ 18. Unpredictable J




PERCEPTION OF SELF AND OTHER

Page 2

I See
Me

Other
Sees Me

I See
Other

.Other
Sees Self

19. Forceful

20. Feminine

21. Reliable

22, Analytical

23. Sympathetic

24. Jealous

25. Supportive

26. Has Leadership Abilities
27. Sensitive to Others' Needs
28. Truthful

29. Wtlling to Take Risks
30. Understanding

31. Secretive

32. Makes Decisions Easily
33. Compassionate

34. Sincere

35. Self-Sufficient

36. Eager to Soothe Hurt Feelings
37. Conceited

38. Dominant

39. Soft-Spoken

40. Likable

41. Masculine

42. Warm

43. Soleﬁn

44,

Willing to Take a Stand




PERCEPTION OF SELF AND OTHER

Page 3

I See
Me

Other
Sees Me

I See
Other

Other
Sees Self

45, Tender

46. Friendly

47. Aggressive

48.  Gullible

49, Inefficient

50. Acts as a Leader
Sl.. Childlike

52. Adaptable

53.

Individualistic

54.

Does Not Use Harsh Language

55.

Unsystematic

56.

Competitive

57.

Loves Children

58.

Tacfful

59.

Ambitious

60.

Gentle

6l.

Conventional

62.

Speaks Freely About His/Her
Feelings

63.

Defensive

64.

Accepts Others' Ideas

65.

Responsive to messages




CASE:

o~

A.  STRENGTHS ___B.  ADDITIONAL INFORMATION NEEDED
1 1
2 2 ‘
3 3
4 4.
5 5 N ’
6 6 o
7 7
‘
8 8
9 9 ‘
10. 10.
C.  SERVICE NEEDS D. APPROPRIATE PROFESSIONALS j
‘ (Circle Allied Health) ‘
1 1
2 2. . ;
3 3.
4 4
5 5
6 6
7 7
8 8
9 9 1
10. ‘ 10. ‘




CASE STUDY #1

Mary, age eight, is in second grade, lives with her divorced mothe;.
She has contro]]ea'seizures and asthma, and misses a great deal of school.
Truancy reports'continue to be filed by the school system. Prqteqtive'services
has been involved for two years.

Mary's mothef resernts county interference and feels she is the best

judge of whether the child should attend school. Mary's mother has recurring

mental health problems which require hospitalization. She says other people

are not going to tell her how to raise her child. She has no car and does
not live on a bus line. Few friends and family members are available for
support. Mother tells different stories to variougﬂhe]pers regarding what

is wrong with Mary.




CASE:

A, STRENGTHS ; B. ADDITIONAL INFORMATION NEEDED
1. 1.

2. 2. .

3. 3.

4. 4.

5. 5.

5. 6.

7. 7.

8. 8.

9. 9.
10. 10. |

\.
C. SERVICE NEEDS D. 'APPROPRIATE PROFESSIONALS
(Circle Allied Health)

1. 1.

2. 2. )
3. 3.

4. 4.

5. 5.

6. 6.

7. 7.

8. 8.

9. 9.
10. " 10.




(This was truly the best. )

CASE STUDY #2
(Direct letter from a mother)

' Our Mark is eleven years o]d, andAhas-downs syndrome. He is the

- youngest of seven children and Tives at home.

He has not been a hardship except for monetary services. He attends
special classes in public school.

When he was born ARC suagested psychoioqist services ($10.00 per
visit - 110 visits = $1,100.00).

Ma}be an exercising stimulating the brain at $10.00 per visits -
100 visits = $1,000.00). q |

Montessori would benefit him also at $10.00 per visit = $360.00.

The Public Schools, heavens a nightmare. He's bofﬁ an idiot
and they make sure and prove it--that is free.
‘A To better his education, pay $160.00 per month x 12 = $1,930.00 per
year.

A1l I want is for him to be trained to read, print, and be accepted
socially with well manners.

We applied for SSI and received it only to find out one year later
my husband earned $100.00 over the limit. We are still repayina the
payments plus schooling, plus all medication. That sure is the pits.

What really can vou do to help. We need action to help the family

out and to keep the exceptional child home.

27




CASE:
’ A. STREN.GTHS | B‘. ADDITIONAL INFORMATION “NEEDED
1 1
2 2
3 3
4 4 '
5 5
6 6
7 7
8 8
9 9
10 10
‘ ‘ C.  SERVICE NEEDS VD. APPROPRIATE PROFESSIONALS
’ ' (Circle Allied Health)
1 1 |
2 2
3. 3. :
4 4. f
5 ' 5
6 6
7 7
8 8.
9 9.
10. 10

27




CASE STUDY #3

Jane, 21, is moderéte]y retarded, moderately overweight, and lives in a
foster home. Her parents have been unable to care for her for the past six
years. Jane is graduating in June from the local high school class for the
educable mentally retarded. She requires constant supervision and has
severalxbehavior problems which her foster hoeme has managed for five years.
She is hyperactive, loses her temper easily, requires supervision of all L
personal self care skills, and occasionally bites people.

Her foster mother is moving and requestina Jane be moved in June to
another foster home. County social services‘have arranged for ARC to be
her guardian.

After numerous attempts, social services has been unable to find a
foster home within the county or surrounding counties. The state institu-

tions for DD have denied her admission, saying she is not appropriate. There

are no openings in local group homes.



CASE:

A. STRENGTHS B. ADDITIONAL INFORMATION NEEDED
1. 1.

2. 2.

3. 3. L J

4, 4,

5. 5.

6. 6.

7. 7.

8. 8.

9. 9.
10. 10.

t. SERVICE NEEDS D. APPRO#RIATE PROFESSIONALS

(Circle Allied Health)

1. 1. |

2. 2.

3. 3.

4. 4.

5. 5.

6. 6.

7. 7.

8. 8.

9. 9.
10. 10.



CASE STUDY #4

John, ace seven, lives at home with his parents and two brothers
aged 5 and 9.

John attends a local public school and is enrolled in a special
class for emotionally disturbed children. He is havina numerous
problems in school. He frequently leaves the buildina on his own and
throws temper tantrums. A variety of educational specia]iéts and the
school psychologist are all involved. The parents and John receive
counseling from the Department of Social Services, but are extremely

frustrated and ready to "give up on John."

27




CASE:

A. STRENGTHS B.. ADDITIdNAL INFORMATION NEEDED
1 | 1
2 2.
3 3.
4 4
5 5.
6 6
7. 7
8 8

B 9. 9
10. 10

' ‘ C. SERVICE NEEDS D. APPROPRIATE PROFESSIONALS
(Circle Allied Health)

1 1
2. 2
3. 3.
4 4.
5 5,
6 6
7 7
8 8
9 9.
10. ' 10.

A ¥
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CASE STUDY #5

Kyle Tives at home with his parents who have devoted eight yeérs to
his well being.

Kyle has cerebral pafsy, microcephaly and mental retardation.

Kyle is an eight year old, non-verbal, non-toilet-trained child who is
very personable and outooing with those he is familiar with.

He attends the local public school special education classes.

Because Kyle has been primarily dealt with on an individual one-to-
one basis, he demonstrates frustration when self-directed activity is
expected of him. When attention is given another child (i.e., feedinp),’
Kyle will often prompt personal attention (i.e., dropping his spoon as
though unable to feed himself).

Kyle has limited attention span. He is not able to imitate sounds

other than b, m, and k, or the vowels, after three years of speech therapy.

Due to Kyle's heel cord lengthening, he ambulates with a foot slap.
Kyle's feedina skills arelimited because of incoordination. Fine motor
activities are being worked on at the present time.

Kyle has difficulty sitting at 90 degrees. His physical therapy

program consists of stretching exercises three times a week.

23‘1.




CASE:
A. STRENGTHS B. ADDITIONAL INFORMATION NEEDED
1. 1.
2. 2.
3. 3.
4. 4. )
5. ) 5.
6. 6.
7. 7.
8. 8.
9. B 9.
10. 10.
C. SERVICE NEEDS D.  APPROPRIATE PROFESSIONALS
(Circle Allied Health)
1. 1.
2. 2.
3. 3.
4, 4.
5. 5.
6. 6.
7. 7.
8. 8.
9. 9,
10. 10.
R




CASE STUDY #6

Gertrude is 20 years old and is mildly-high moderate retarded. She
~Tives at home with her parents in a rural area, seventy miles from an urban
area. She first came to the attention of the county social services agency
due to her drinking, promiscuity, and her involvement in a series of
thefts. She was in jail until the trial, found gui]ty,,p]aced on probation
and returned to live with her parents. |

Gertrude is able to speak, take care of herself, and go into the
community with supervision. She loves records and money. She has been
sexually active since ag2 15 with a va;iety of men.- Gertrude's parents
are concerned but are conservative and have taken no steps to prevent
pregnancy.
. Gertrude's parents contacted the 16ca1 social services department who
indicated they had no suggestions to solve these problems. The county
social services agency stated they had a waiting 1ist at the guidance clinic

for counseling. The clinic is seventy miles away.




CASE:

A. STRENGTHS B. ADDITIONAL INFORMATION NEFDED
1. 1
2 2
3 3
4, 4 .
5 5. '
6 6
7 7
8 8
9 9
10 10
C. SERVICE NEEDS D.  APPROPRIATE PROFESSIONALS
‘ (Circle Allied Health)
1 1.
2. 2
3 3.
4. 4
5. 5
6 6
7 7
8 8
9 9.
10 10




CASE STUDY #7

A four year old boy, Li, a Viet Nam refugee, was remoyed from the
home of hgs sister and brother-in-law because of child abuse. Li speaks
very Tittle English. He has been in this country three months. Sponsors
were found by a local voluntary agency to act as foster parents. The
Court has ordered counseling for the sister and brother-in-law.

The county social services departﬁent has the responsibility to
arrange for counseling. A worker in the agency has been assigned as
counselor. Another worker in the agency was previously involved in
finding the foster parent sponsor. Li has recently beaun acting up

and causing problems since he arrived at the foster home two weeks aqo.

27,




A.  STRENGTHS B. ~" ADDITIONAL INFORMATION NEEDED

CASE: : ' ' l
|
|

® 1
2 2.
3 3
4 4 )
5. 5
6 6.
7 7
8 8
9 9.
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C. SERVICE NEENS | D.  APPROPRIATE PROFESSIONALS

(Circle Allied Health) -

2 2

3 3.

4 4.

5 5.

6. 6 -
7. 7

8 8
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10. 10.




CASE HISTORY #8

Sally, age two,‘1ives on a farm in rura] Wisconsin with her parents.
She has Down's Syndrome and has lots of respiratory prob]em»zjespéciaTIy

f
during the winter. When these problems are under contro],;§he's a very

pleasant child.
Sally started éutting teeth when she was 13.mbnths old and now has 8

teeth. Her mother has kept her on the bottle subplemented with cereal and fruit.
Sally only started'gjtting up whep‘shé was 20 months old.

Sally's parents' only outside contact is with Sally's widowed arandmother.

Grandmother sa¥s Sally will always be a baby.’ ) )

Sa]]y'é parenté Qod]d 1ike tdmhaJe another child but are not sure if

”

they should. They have not asked the doctor “what he thinks because they are

»

afraid he will want tc take Sally away from thém, ‘The doctor wanted Sally

put in an institution at birth. They only see the doctor when necessary

- for Sally's respiratory problems.
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CASE HISTORY #9

Stacee, 26 mos. old. Lives with parents and 3} year old sister in a rural

area.

Her sister has been throwing temper tantrums the past 6 months.
Stacee has Cerebral Palsy, Spastic Quadriplegia with Athetosis.

Intelligent, non-verbal girl who expresses -herself with her eyes,
gestures, and a few sounds. ' '

At age 11 months was seen in the Cerebral Palsy Diagnostic and
Evaluation Clinic. Members of the evaluation team include neurodevelopmentally
trained occupational, physical, and speech therapists, pediatric neurologist,
pediatric orthopedic surgeon, opthalmologist, audiometrist, and is headed by
a pediatrician who specializes in cerebral palsy. A neurodevelopmentally
trained occupational therapist who will provide therapy and support to the
family in the home between clinic visits is also present with the family during
diagnostic and follow-up visits. .

The home therapist visited the family within a week following the init-
ial evaluation to answer questions and establish a schedule to visits.

During the past 15 months, the therapist has shown and assisted the
parents with:

-

-~handling “and positioning,techniques to allow increased
movement and improved function.

-feeding skills, techniques to facilitate oral develop-
ment and oral motor control.

-rolling with rotation skills.

~-suggestions for sitting and standing stabilization.

Stacee 1s rapidly acquiring new skills in the area of communication.
Her father has been extremely helpful in adapting and building equipment for
Stacee. :




CASE: ~

A. STRENGTHS | B. ADDITIONAL INFORMATION NEEDED

1 1

2 2
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4, 4

5 5.,

6 6
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8. 8
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10. 10
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CASE STUDY #10

John is a bright, highly socialisix—year old whose birth defects have
resulted in a severe speech problem which may be affecting his adjustment
in school. He has associated visual, hearing and motor problems. The
following observations were made by the Multiclinic Treatment Team.

Psychology

John's teacher indicated that in the classroom ﬂe_evidenced-difficulty
in attending. He is highly distractable, wanders around the room
visiting with friends, and does not work well independently.

John's father stated that there were no psychological problems with
John, and that problems his teacher reports are a function of John's
age.

Audiology

John has a history of middle ear problems and accompanying hearing loss,
beginning approximately at age two or three.

Genetics

John's syndrome can be defined as a median cleft face syndrome which
‘can be seen in the face as hypertelorism, cleft lip, palate and nasal
groove defects. This syndrome is usually sporadic but some autosomal
dominant, chromosomal abnormality and polygenically inherited (many
genes involved) syndromes have similar features.

John's father was interviewed about the family history. Since he was
adopted he has no information about his side of the family. No incidence
of cleft palate or similar facial abnormalitiies were recorded on the
mother's side of the family.

Therefore, John's syndrome is most likey a sporatic incident, with little
risk of recurrence in other offspring of these parents.

Occupational Therapy

John was reported by the teacher to '"meed improvement in skills like
handwriting, coloring, cutting, and pasting,”" Therefore, in occupational
therapy he was given several tests to evaluate his fine-motor coordination
and other neurological tests relating to fine-motor coordination. Other
tests given to John indicated he seems to have problems with motor plan-
ning, i.e., knowing where and when to move his limbs, that would contribute
to the gross motor problem.

Speech Pathology &
John's speech is unintelligible much of the time. Contributing to the
unintelligibility is a significant degree of hypernasality and nasal

emission (due to escape of air through the nasal passageway) and
misarticulations of several phonemes. ‘

24,




Purpose:

UNIT V: REFERRAL
GOALS AND OBJECTIVES

Information Exchange and the Referral Process,
Part II: Networking Strategies

o

To have participants define the problem for referral and identify
the steps to be taken in making an appropriate referral.

Specific Objectives:

Through the case study activity, participants will:

1.

Be able to define the problem;
Identify appropriate referral services; and
Describe referral and follow-up procedures

for children and youth with various handicapping
conditions.

In addition, at the conclusion of this session, participants should:

1.

Be more sensitive to others' perceptions of the Allied Health
professional's role in child-tind, referral, and advocacy
initiatives.

Become more willing to cooperate with other health-related
services and education professionals in providing health
and education-related services for children and youth with
handicapping conditions.

Be more sensitive to the need to utilize the parents'
expertise and to work closely with them in making
recommendations for referrals.

Be more sensitive to and understand the ethical considerations
in the referral process.

24




I. Referral Resources

A, Know the referral process in your agency
Who is the referral contact?
How do referrals go out of your agency?
How do referrals come into your agency?

REFERRAL PROCESS AND STRATEGIES
|
|
|
What forms are used for referrals?

v B~ W N

How are follow-ups processed?

B. Make a list of local resources
1. General/generic resourceé
a. day care for working mothers
b. local physicians, dentists

c. YMCA, Big Brothers/Sisters

‘ d. etc., etc.

|
|
2. Specialized resources

a. special ed. classes
b. respite care
c. disability organizations (e.g., Assn

for Retarded Citizens)
d. home trainers
e. etc., etc.

Develop card file on resources

1. List organization and contact name

2 Telephone numbers and hours of service

3. Lisf services provided

4 Additional information that would be helpful

‘ to parent




ITI.

IV.

-2-

D. Know referral process of resources to be used
1. Who is the contact person(s)?
2. What forms/letters do they require?
3. How responsive-is the agency?

| 4. What is their follow-along policy?
Informal Referral - in this process the information
on resources is provided to the parent, but the
responsibility is on the parent to make contact and
follow through. 1
A. Inform parent of generic services available in
community, in genéral terms.
B. | Inform parent of speciélized services available

in community, in general terms.

C. Give the parent specific information (i.e., contact ‘
name and télephone number) on generic services.

D. G:ve the parent specific information (i.e., contact
name ahd telephone number) on specialized services.

Formal Referral - in this process the responsibilify}

is both on the parent and you as the referrer.

A. Offer to contact generic services\for the pérent
(by telephone).

B. Offer to contact specialized services for the
parent (by telephone).

C. Formal referral - letter or referral form.

Referral Process

A. Who is going to take the child to the referred

agency (you, parent, both)?

24 ;
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B. Release of information

1. Be specific of what information is needed.

2. Don't ask for more than necessary.

3. Remember - parents have\feelings, need for
privacy, and are proud\folks.

4. Confidentiality - pléaéé remember to get
parent pérmission to share inforﬁation about
their child.

5. Release Forms - they must be signed and dated.

C. Parent's role in referral process

1. Involve parents all the way.

2. Help parents “understand services available
and how to obtain them.

3. Listen to parents in understanding needs of
child.

4. Remember - Remembe£
a. it is not easy for parents to be told

they have a child with special problems
b. parents may refuse a referral for testing,
etc., because of previous bad experience
c. you see the child a short time and parents
have the rest of the day
V. Follow up on Referral
A. Parent may call you back

’—l

W N

>~

To thank you
To express negative thoughts

To get clarification of information received

To get referral to another resource

Just to talk

2() ‘.4).




IV.

-4-

B. Your responsibility ..
1. Check with referral agency

a. see if parent showed up
b. see if additional information is needed
c. general reaction to referral

2. Check with parent

a. general reaction
b. questions/concerns
c. additional assistance needed

Resources - refer to notebook

A. National organizations/agencies
B Regional agencies

C. Staff organizations/agencies

D

Local organizations/agencies




UNIT V: REFERRAL
. ‘
‘ GOALS AND OBJECTIVES

General Session IV: Information Exchange and the Referral Process, Part II:
Networking Strategies (continued)

Purpose:

. To provide information regarding appropriafe strategies for making
a referral, including referral sources for children with specific
handicapping conditions.

Specific Objeétives:.

At the conclusion of this session, participants should:

1. Be able to identify referral sources within their particular
health facility and community.

2. Understand and be able to implement prdcedures‘for makiﬁg ;
referrals for appropriate educational and health-related
services, consistent with their professiopal role.

3. Be able to identify local, regional, and national resources
for services for children and youth with handicapping conditions
‘ and their families. .

4. Be able to identify their state's special education programs,
policies, and procedures for providing services to children ]
and youth with handicapping conditions and their families. )

; , .
5. Be able to identify and utilize networks of community, parent, ,
and disabled consumer groups to assist and support parents
and siblings of handicapped children and youth.

6. Understand and be able to clearly communicate with parents
and their handicapped child/youth about state and federal
legislation, their rights under the legislatieg, and available
education and health-related services in their ‘community.

7. VUnderstand and be able to facilitate the parents' involvement
throughout the referral process.




» + UNIT V: REFERRAL

) ‘ ‘ RESOURCES

' Chapter on "Referral' from: When You Care for Handicapped Children.

° Listing of National, Regional and State organizations concerned with
handicapped citizens.

‘o State Age Requirements for HEducating Handicapped Children & Youth.

e Facts You Should Know about Tax Deddctions for your Handicapped
Child, by the Parent Information ‘Center.




o REFERRAL

From: When You Care for Handicapped Children. Reproduced with pernission
of Texas Department of Human Resources, Family Self-~Support Branch.

REFERRAL IS
IMPORTANT

vices.

ral process.

. 2u,

As a child care provider you will probably
have occasions to refer parents and their chil-
dren to other agencies. You may need to refer
children for child assessment, health services,
therapy services and/or educational testing ser-

To prepare yourself, you will want to
make a referral list, know where to locate
agencies for referral and know the procedure to
follow when making a referral. Such informa-
tion will help in obtaining the best services
quickly and with the least amount of confu-
sion. When referring children it is also impor-
tant for you to involve the parents in the refer-




mﬂ STEPS IN REFERRAL
Identifying Local Procedures

Before making a referral, find out if a re-
ferral procedure has already been developed
for you. Many agencies and programs have a
special support staff to identify resources and
to assist parents. In some programs the center
director or day home supervisor may handle re-
ferrals. In still other instances the direct care-
giver may be the one who handles the referral
process.

If your procedure requires another individ-
ual to make the referral or do some prelimi-
nary testing you will want to meet with that
person to share your concerns and observations
about the child, and to talk about the reason
for referral. The other person may also ask you
to have the parents sign a permission for test-
ing, Because you may be the one the parent
knows, you can help by introducing the parent
to the support staff.




o

ERIC

Aruitoxt provided by Eic:

. Sstting Up a File
of Service Agencies

In some cases there may not be an estab-
lished referral procedure or a support staff.
You may be the one to refer the parent for as-
sessment .and services. So that both the child
and family receive the best help possible, be
sure you have information about all the ser-
vices available to families in your community.
There may already be a general source for
making a referral list, such as a directory from
a local public agency. The center director, your
supervisor, program nurse, social worker or
other caregivers may know places in your com-

munity where children can be referred. For day
care staff who are not based in a center, the
public heaith nurses, local doctors and Depart- -
ment of Human Resources staff are valuable
sources of referral information.

Because of Law 94-142, thé first referral
agency you should include on your list is the
local public school. Local public schools now
provide assessment for potentially handicapped
children from age 3 through 21. For deaf, blind,
and deaf/blind children these services are pro-
vided from birth. If a child is assessed by the
public school and found to be handicapped,
the school will provide the services that child

.needs. N
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- Sample Referral Card by Agency

In making your own referral list, one con-
venient method is to write the name and ad-
dress of each community ogency or service
group in your area on a 3 x 5 inch card. Ar-
range the cards in alphabetical order and place
them in a box. With this method you will be
able to refer quickly to the card when necessary.
You can also group cards together by topic.
For example, group together the names of agen-
cies that provide counseling or those agencies
that can help with medical bills, and so on.

The exdamples of referral cards show ways
to list the information. Check with each agency
or group on your referral list each year to be
sure you have correct information. Remember

‘to put down the address, telephone number,

office hours, cost, eligibility criteria (whether
parents must be in a certain income bracket to
receive services), contact persons, and any spe-
cial information you may need. The last part
of this chapter provides a list of resources for
assessment and services at the local, county,
state, and national levels.

Sample Referral Card by Topic




Communicating with
the Referral Agency

Once you have identified the resources in
your -.community you will need to be able to
communicate with these agencies and use them
effectively. You will first want to become fam-
" iliar with each agency’s referral procedure. You
may then want to develop a referral form that
you can send to the agency explaining your rea-
son for referral and tetling how to contact you
for further information.

Knowing the referral procedure at each
agency will save you and the parent much time
and frustration. If you know the procedure you
will also be better able to prepare for the refer-
ral and give parents the support they need. The
following is referral information that you will
want to obtain and write down on the 3 X 5
card.

1. Contact person-in agency.

2. Days and times that referrals or intake ap-
plications are taken.

3. Documentation (birth.certificates, Medicaid
Card) a parent will be required to bring on the
first visit.

4. Approximate amount of time referral or
first appointment will take.

5. Whether or not a referral form needs to be
filled out before the first visit (some agencies
want you to call in your referral so that they
can send you and/or the parent a referral form
or questionnaire to fill out before coming).




If the agency you are referring to has not
asked you to complete a referral form, you
may want to send them one of your own. A re-
ferral form is a means of communication. It is
a way of telling the referral agent what you
have already observed, what your concerns are
and why you have referred the child or family.
The most important information to include is a
description of the behavior which made you
feel the child needed special services. You may
have results from a screening instrument or

checklist. This information should be ‘written

down and shared with the person who will -

work with the child. Be sure to have signed per-
mission from the parents to share such in-
formation, since it is confidential.

You will also want to include your name,
address and phone number so the referral agent
can contact you if there are additional ques-
"tions or suggestions. See the Referral Form ex-
ample for more details. ‘




o REFERRAL FORM
To
- Atten
From
rt
Date
Child's Name
Child's Sex Child's DOB
‘ Reasons for Referral
Follow-up Comments and Date
Signature
Position




Making the Referral

Once you have gathered information
about who the referral agencies are, what ser-

vices they provide and how to refer to them,"

you are ready to make referrals. The first step
in the referral process is conferring with the
parents about your intentions. (See the section
on Involving Parents which follows.) During
this conference you will also want to decide
who will have the primary responsibility for
taking the child to the other agency for assess-
ment or services. This may occur in the follow-
ing ways:

e Parent takes child.

e Caregiver takes child.

e Parent and caregiver take child.

After you have decided who will take the
child to the agency, you should ask the parents
to sign a release form allowing you to share in-
formation about their child with the agency.
An example of a release form is provided.

Remember,-any screening, testing or other
ediicational information you have aboug"a child
is confidential! The parent must give ypu writ-
ten permission to share that information before
you talk to the staff at a referral agency. Talk-
ing about a child’s abilities or progress to per-
sons outside of your program without parent
permission is very risky. All information about
a child’s abilities must remain confidential un-

" less you have parental permission to share it.




® | RELEASE FORM

Date

TO WHOM IT MAY CONCERN:

This is to authorize

to forward all records concerning testing, academic performance, health information

and diagnosis, psychological evaluations and other information as listed, '

B

s - |

for my child

These records are to be sent to:

Signature Of Parent Or Guardian

Q nd3ty
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ERIC

A i Tox: provided by ERIC

INVOLVING PARENTS

When planning to refer a child it is impor-
tant to involve parents from the very begin-
ning. Remember that you may only serve a
child for a short period of time. If you meet all
of the child’s needs without involving the par-
ent, you have not taught the parent how to as-

sist the child once the child is out of your care. "

One of your goals should be to help the parent
become confident in asking for services their
child needs and become acquainted with proce-
dures for doing so.

Also, remember that parents are your
partners in working with children. They are
concerned about their child’s welfare. Depend-
ing on the nature of a referral, parental reac-
tions may vary. In each case you will need to
think of the effect of your request on parents.
You will want to present your request and in-
formation in the most supportive manner to

help gain the parents’ cooperation.

When you schedule a parent conference,
keep in mind that parents, because they love
their child and have plans for the future, fre-
quently become upset if someone calls their
child ‘‘retarded’’ or ‘‘disturbed.’’ A label does
not really tell you or the parent anything about
how to work with the individual child.

Parents may refuse to have their child
tested or referred for special help because of
unpleasant experiences they may have had in
the past. They may have another child who was
tested and treated unfairly in the past. It is only
natural for parents to object to letting this hap-
pen again. Sometimes parents had their child
tested and then were not told the results of the
tesi. You must remember that having a child
tested or being told there is a need for special
help is not easy for parents. They will be con-
cerned about how the child does on the test.




They want to know what others think about
their child and about their child’s future.

When you wish to make a referral or ask
permission for testing, the parents will want to
know why. Be prepared to explain with exam-

- ples of the child’s behavior and progress at the
center or day home. This will help the parents
understand the need for special services or test-
ing. When you describe the child’s actions re-
member that it does not help you, the parents,
or the child to say things like, *‘I just can’t

. handle Suzie anymore.’”’ This may be true, but
it is more helpful to give specific examples of
the kind of problems the child has.

30y

For example, you may tell the parents, ‘‘Every
time we start a new activity, Suzie becomes up-
set.”” Or you can say, ‘‘Bobby has trouble
learning color names, counting to five, and
telling a square from a circle.”’

The most important thing to remember

. when you talk to parents about their child is 10

talk ‘about what he or she can and cannot do,
never about what you think might be wrong.

For example, rather than telling parents their
child is- hyperactive or immature, you might
say, ‘‘Kathy can stay with one activity for only
two or three minutes, and she cries frequently.”’
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Explain to the parents that your goal in re-
ferring the child is to discover the specific areas
in which the child has trouble and the areas in
which the child can succeed. Then you will be
able to teach in a way which will help the child
learn. Explain how the results of testing will be-
used. Assure the parents that you will try to
answer any questions they may have.

If support staff is not available through
your program, contact the local school district,
university or one of the associations for the
handicapped to see if someone is available to
consult with you and the parents about special
services and testing. If you are part of a day
care program, you may be able to request staff
training in this area.

When parents give their permission for
testing or special help, be sure to keep them in-
formed about what is being done. After the
child has been tested, arrange a meeting be-
tween the parents and the person who did the
testing or someone who can explain the test re-

sults. Or, if the child receives services such as -

speech therapy, let the parents know you have
talked to the therapist, who has suggested ways
for you to help the child. Remember that the
parents are concerned about their child and
have a right to know the results of testing, any
special instruction or therapy planned, and
how the child progresses.

Sometimes, however, you will meet par-
ents who will not give permission for testing or
special help, no matter how hard you try. You
must remember that parents have the right to
decide what is best for their child. Besides, test-
ing is only one method of finding out how a
child learns. If testing is not possible, careful
observation of the way a child responds to dif-
ferent tasks at the center or day home may give.
a caregiver as much information about how a
child learns as can be obtained from informal
tests.

3




National Organizations
Concemed with
Handicapped Citizens

This list of national organizations is not meant to
be comprehensive, but rather includes some of the
prominent organizations whose efforts focus on im-
proving the quality of life for disabled people.

Voluntary

American Association of Mental Deficiency
5101 Wisconsin Ave., NW, Suite 405
Washington, DC 20016

(202) 686-5400 .

American Association of University Affiliated
Programs (AAUAP)

2033 M St., NW, Suite 406

Washington, DC 20036

(202) 333-7880

American Coalition of Citizens with Disabilities
(ACCD)

1200 15th St., NW, Suite 201 .

Washington, DC 20005

(202) 785-4265

American Occupational Therapy Association
6000 Executive Bivd., Suite 200

Rockville, MD 20852

(301) 770-2200

Closer Look

Box 1492

Washington, DC 20013

(202) 8334163 o

Council for Exceptional Children
1820 Association Dr.

Reston, VA 22091

" (703) 620-3660

Joseph P. Kennedy, Jr. Foundation
1701 K St., NW, Suite 205
Washington, DC 20006

(202) 331-1731

Mental Health Association
10609 Gienwiid Rd.-
Rockville, MD 20852

(301) 593-1458

National Association of Private Residential
Facilities for the Mentally Retarded

6269 Leesburg Pike, Suite B-5 :

Falis Church, VA 22044

(703) 536-3311

National Center for a Barmrier Free Enyironment
information Clearinghou?

11811 Riders La.

Reston, VA 22091

(703) 620-2731

National Easter Seal Society
1435 G St., NW, Suite 1032
Washington, DC 20005

(202) 347-3066

Govemmental

Architecturai and Transportation Barriers
Compliance Board (ATBCB)

Office of Public Information

Washington, OC 20201

(202) 245-1591

Council for State Administrators of Vocational

Rehabilitation
1522 K St., NW, Suite 610
Washington, DC 20005
(202) 6384634

National Association of Coordinators of State
Programs for the Mentally Retarded

2001 Jefferson Davis Hwy., Suite 806

Arlington, VA 22202 . \

(703) 9200700

National Association of State Mental Health
Program Directors

1001 3rd St., SW

Room 113 .

Washington, DC 20024

(202) 554-7807

President’'s Committee on Employment of the
Handicapped

1111 20th St.,, NW

Washington, DC 20036

(202) 653-5044

President’s Committee on Mental Retardation
Regional Office Building

7th and D St., SW

Washington, DC 20201

(202) 245-7596




West Virginia

Mountain State Epilepsy League
1319 Sixth Ave.
Huntington, WV ZIiP??

UCP Contact:

Ms. Pat Geesey
1130 Third West
Kemmer, WY 83101

West Virginia ARC
Union Trust Building, Room 400
Parkersburg, WV 26101

UCP of West Virginia, Inc.
P.O. Box 1561
Charleston, WV 25326 ,

Developmental Disabilities Protection and

Advocacy System (DD/PAS), Inc. .
508 Hynds Building . '
Cheyenne, WY 82001

NSAC Contact:

Quintin Decker, President
P.O. Box 8152

South Charteston, WV 25303

West Virginia Advocates for the Developmentally -

. Disabled, Inc. ,
1021 Quarrier St., Suite 411
Charleston, WV 25301

Wisconsin

Wisconsin Epilepsy Association
1245 East Washington Ave.
Madison, Wi 53703

Wisconsin ARC
2700 Laura La
Middleton, WI 53562

UCP of Wisconsin
315 West Gorham
Madison, Wi 53703

NSAC Contact:

Ms. Renee Ramsdell, Presldent
4333 Lilac La.

Madison, Wi 53711

Wisconsin Coalition for Advocacy, Inc.
2 West Mifflin, Suite 200
Madison, Wi 53703

v

Wyoming

Wyoming Chapter, EFA
P.O. Box 1187
Lander, WY 82520

Wyoming ARC
P.O. Box 1205
Cheyenne, WY 82001

Guam

Marianas ARC
P.O. Box 7358 ‘ .
Tamuning, GU 96911

Advocacy and Protective Services for the
Deveiopmentally Disabled

Marianas Assoclation for Retarded Citizens

P.O. Box 7358

Tamuning, GU 96911

Puerto Rico ‘
_Epilepsy Society of Puerto Rico ' y

Ruiz Soler
Calle Marginal-Final
Bayamon, PR 00619", -

Puerto Rico ARC.
GPO Box 1904
San Juan, PR 00936

" NSAC Contact:

Elba Stephens, President

Pedro A. Bigay 313-D

Urb. Baldrich

Hato Rey, PR 00918 -

Protection and Advocacy

Puerto Rico Department of Consumer Affairs
Minillas Governmental Center, North Building
P.O. Box 41059

Santurce, PR 00868

Virgin Isiands .

Virgin Islands DD Council
MCH, CC, & DD Services *
Estate SLOB .

' Christiansted

St. Croix, VI 00820

Committes on Advocacy for the Developmentally .
Disabled, inc.

P.O. Box 734 .

Fredericksted, St. Croix

U.S.A. VI 00840

31,
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‘ INFORMATIONFROM . . . .
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Box 1492
A Project of the Parents’ Campaign for Handicapped Children and Youth Washington, D.C. 20013

1

THESE ORGANIZATIONS CAN HELP YOU

In recent years, groups organized by parents of handicapped children and
by disabled adults have been traiiblazers in the movement to win full
acceptance of people with handicaps as members of the human family. These
organizations have grown strong through the determinatjon of their members.
H Parents have helped other parents, adults with disabilities have joined to-
gether in advocacy, and all have worked to overcome obstacles of indiffer-
ence and ignorance. By beaming the public spotlight on severe problems,
working for reform and demanding that society respond, they have created a
‘ force that has scored remarkable victories — in legislation, in better ser-
vices, in a more open and aware society.

This 1ist of major national organizations is a source of information and
advocacy for handicapped individuals. Ve urge you to get in touch with the
groups that can be most helpful to you — whether you are a parent, a disabled
person, a professional, or simply a person who can voiunteer time and energy.
New groups are coming to our attention all the time; if you cannot find what
you need on this list, please contact us and we will try to refer you to an
appropriate group. o

Ask about chapters near your home. Write for their newsletters and other
informative literature. Find out about their wide-ranging national, state
and local activities. Whatever your needs — whether services, reports on

new research, resources to help a disabled person, information about vocational
training, or the encouragement of others who have been through similar situa-
tions — see what these grqups can tell you. With them, you can help raise
awareness of the needs and potential of handicapped children and adults and
work for a more responsive and open society.




AUTISM

National Society for
Autistic Children
1234 Massachusetts Avenue, N.W.
Suite 1017
Washington, D.C. 20005

CEREBRAL PALSY

United Cerebral Palsy Association
66 East 34th Street, 3rd Floor
New York, New York 10016

DEAF-BLIND

National Association of the Deaf-Blind
2703 Forest Qak Circle
Norman, Oklahoma 73071

National Deaf-Blind Program

Bureau of Education for the Handicapped
Room 4046, Donohoe Building

400 6th Street, S.W.

Washington, D.C. 20202

EMOTIONALLY DISTURBED

Mental Health Association, National
Headquarters

1800 North Kent Street

Arlington, Virginia ZZQQ?

The National Alliance for the
Mentally I11

P.0. Box 1016

Evanston, I1linois 60204

EPILEPSY
Epilepsy Foundation of America

1828 L Street, N.W., Suite 406
Washington, D.C. 20036

HEALTH IMPAIRMENTS

American Cahcer Society
777 Third Avenue
New York, New York 10017

American Diabetes Association
600 Fifth Avenue

" New York, New York 10020

American Heart Association

- 7320 Greenville Avenue

Dallas, Texas 75231

American Lung Association
1740 Broadway
New York, New York 10019

Asthma and Allergy Foundation
of America
19 West 44th Street, Suite 702

- New York, New York 10036

The Candlelighters Foundation
123 C Street, S.E.
Washington, D.C. 20003

Cystic Fibrosis Foundation
3384 Peachtree Road, N.E
Suite 875

Atlanta, Georgia 30326

Juvenile Diabetes Foundation
23 East 26th Street, 4th Floor
New York, New York 10010

Leukemia Society of America
800 Second Avenue
New York, New York 10017

National Association for Sickle
Cell Disease,pInc.

3460 Wilshire, Suite 1012

Los Angeles, California 90010

National Hemophilia Fnundation
19 West 34th Street

Room 1204

New York, New York 10001




“National Kidney Foundation | MENTAL RETARDATION
Two Park Avenue ‘

New York, New York 10016 Association for Retarded Citizens
’ . o 2709 Avenue E. East

National Neurofibromatosis Foundation - P.0. Box 6109

340 East 80th Street, #21-H Arlington, Texas ‘76011

"New York, New York 10021
Down's Syndrome Congress

National Tay-Sachs Foundation and 1640 W. Roosevelt Road
Allied Diseases Association Room 156E
122 East 42nd Street Chicago, I1linois 60608
New York, New York 10017 .
National Tuberous Sclerosis : PHYSICALLY HANDICAPPED
.- Association, Inc, ’
P.0. Box 159 American Brittle Bone Society
Laguna Beach, California 92652 Cherry Hill Plaza Suite LL-3
‘ 1415 East Marlton Pike
United Ostomy Association Cherry Hill, New Jersey 08034
2001 W. Beverly Boulevard
. Los Angeles, California 90057 Arthritis Foundation
R ‘ : 3400 Peachtree Road, N.E.
' Suite 1106
HEARING IMPAIRED : Atlanta, Georgia 30326
Alexander Graham Bell Association_ Human Growth Foundation
for the Deaf 4930 Hest 77th Street

3417 Volta Place, N.W.

‘ Washington, D.C. 20007
Little People of America

Nationé] Association of the Deaf | P.0. Box 126
814 Thayer Avenue » ) Owatonna, Minnesota 55060
Silver Spring, Maryland 20910 :

Minneapolis, Minnesota 55435

3

Muscular Dystrophy Association, Inc.
810 Seventh Avenue -
LEARNING DISABILITIES ‘ New York, New York 10019

- Association for Children and Adults .  National Amputation Foundation
with Learning Disabilities 12-45 150th Street

4156 Library Road

) Whitestone, New York, 11357
Pittsburgh, Pennsylvania 15234

The National Association of the

The Orton Society; Inc. _ Physically Handicapped, Inc.
8415 Bellona Lane 76 Elm Street
Suite 115 - London, Ohio 43140

Towson, Maryland 21204
' National Multiple Sclerosis

National Network o%wLearning ‘ Society .
Disabled Adults . S . 205 East 42nd Street

P.0. Box 3130 . _ New York, New York 10017
Richardson, Texas 75080 :




National Spinal Cord Injury
Foundation
369 E1liot Street
‘Newton Upper Falls, Massachusetts 02164

Nsteogenesis Imperfecta
Foundation

532 Center Street

van Wert, Ohio 45891

spina Bifida Association
of America

343 South Dearborn Street

Room 319

Chicago, 1111nois 60604

Tourette Syndrome Association
40-08 Corporal Kennedy Street
Bayside, New York 11361

SPEECH IMPAIRMENTS

American Speech - Language -~
Hearing Association

10801 Rockville Pike

Rockville, Maryland 20852

VISUAL IMPAIRMENTS

American Council of the Blind
1211 Connecticut Avenue, N.W.
Suite 506

Washington, D.C. 20036

American Council of the Blind Parents
Rt. A Box 78
Franklin, Louisiana 70538

American Foundation for the
Blind

15 West 16th Street

" New York, New York 10011

International Institute for
Visually Impaired 0-7, InC'

1975 Rutgers Circle

East Lan51ng, Michigan 48823

National Association for Parents of
Visually Impaired

2011 Hardy Circle

Austin, Texas 78757

"1275 Mamaroneck Avenue

- (503) 378-5143 | )

National Association for

Visually Handicapped
305 East 24th Street )
New York, New York 10010 ‘

National Federation of the

Blind |
1800 Johnson Street ,
Baltimore, Maryland 21230

ALL DISABILITIES -

American Coalition for Citizens
with Disabilities :

1200 15th Street, N.W. Suite 201

Washington, D.C. 20005

The Association for the Severely
Handicapped

1600 West Armory Way

Garden View Suite

Seattle, Washington 98119

March of Dimes Birth Defect
Foundation .

White Plains, New York 10605

National Easter”Seal Society ‘
for Crippled Children and Adults

2023 W. Ogden Avenue

Chicago, I11inois 60612

People First International, Inc.
P.0. Box 12642
Salem, OR 97309

Cystic Fibrosis Foundation (CFF) -
6000 Executive Boulevard, Suite 307
Rockville, MD 20852




NATIONAL OFFICES OF FEDERAL AGENCIES
‘ AND PROGRAMS

Office for Civil Rights

Department of Education
Office for Civil Rights ,
Switzer Building

‘Room 5430, 300 C Streec, N.W.

Washington, DC 20201
(202) 245-8835

The Office for Civil Rights is the federal agency responsible for enforcing P.L. 94—
142, Complaints should be filed with Office for Civil Rights if there are systematic
violations of the law in th@state or school district that affect a number of .
children.

Direction Service Centers

Department of Education

Office of Special Education & Rehabilitation Services
330 C Street, SW

Switzer Building, Room 3006
Washington, DC 20201

(202) 472~4650

The Direction Service Project is a computer-assisted information system designed to
provide information consultation to parents and teachers of handicapped children
(ages 0-21). A listing of all the Direction Service Centers is provided in the
section that follows.

Head Start ‘ Indian and Migrant Program Division
National Office ' Head Start Bureau, ACYF

Head Start Department of Health and Human Services
Administration for Children, Youth, Room 2014 Donohoe Building

and Families/Head Start P.0. Box 1182

Office of Human Development Services Washington, DC 20013

P.0. Box 1182 ' (202) 755-7715

Washington, DC 20013 (Indian and Migrant Programs)

(202) -755~7790

The purpose of Head Start is to provide comprehensive services to low-income and
handicapped preschool children. This program awards grants to provide services

to preschool children and their families in the following areas: health, education,
nutrition, social, and other services as required. A major emphasis is to involve
parents to the degree that overall gains in the above mentioned areas are maintained.
Parents gr others who wish to locate Head Start Projects in their area should ‘contact
their neighborhood elementary school, or Direction Servite Center. A list of .

-currently funded Head Start programs may also be obtained by contacting the Adminis-~

tration for Children, Youth and Families (listed by Region in following section).
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| REGIONAL OFFICES OF FEDERAL
. ' ~ AGENCIES |

REGION I

States served: Connecticut, Maine, Massachusetts, New Hampshire, Rhode Island,
Vermont.

Office for Civil Rights

Department of Education

Office for Civil Rights

140 Federal Street, l4th Floor ‘ v
Boston, MA 02110

(617) 223-4248

Direction Services

Boston Direction Service

Federation for Children with Special Needs
120 Boylston Street, Suite 338

Boston, MA 02116

' (617) 482-2947 or 2915

Head Start

Administration for Children, Youth and Families
Department of Human Health Services

Federal Building, Room 2000

Government Center

Boston, MA 02203

(617) 233-6450




REGIONAL OFFICES OF FEDERAL

AGENCIES

REGION II

States served: New York, New Jersey, Puerto Rico, Virgin Islands

- Office for Civil Rights

Department of Education
Office of Civil Rights
Federal Building

26 Federal Plaza, Room 3908
New York, NY 10007 -

(212) 264-5180

Direction Services

Head Start

CUNY Direction Service
City University of New Yor
144 W. 125th Street '
New York City, NY 10027
(212) 860-6166

Community Service Society Direction Service
150 W. 105th Street

New York, NY 10025

(212) 666-1300

Syracuse University Direction Service
Center on Human Policy ,
216 Ostrom Avenue

Syracuse, NY 13210
(315) 423-3851

Administration for Children, Youth and Families
Department of Human Health Services

Federal Building, Room 3900

26 Federal Plaza

New York, NY 10007

(212) 264-2974

‘ s




REGIONAL OFFICES OF FEDERAL

‘ o | -AGENCIES

REGION III

States served: Delaware, Washington, DC, Maryland, Pennsylvania, Virginia,
West Virginia

-Office for Civil Rights

Department of Education
Office for Civil Rights
P.0O. Box 13716
Philadelphia, PA 19101
(215) 596-6787

Direction Services

Delaware Direction Service

Delaware Department of Public Imnstruction
Townsend Building, Room 143

Box 1402

" Dover, DE 19901
(302) 578-5664

Pennsylvania Direction Service
Pennsylvania State Department of Education |
236 Union Deposit Mall
Harrisburg, PA 17111 .

. ‘ (717) 783-3238

Head Start

, Administration for Children, Youth and Families
Department of Human Health Services
3535 Market Street, P.0. Box 13716
Philadelphia, PA 19101
(215) 596-6763




REGIONAL OFFICES OF FEDERA ‘
AGENCIES .

REGION IV

States served: Alabama, Florida, Georgia, Kentucky, Mississippi, North Carolina,
South Carolina, Tennessee

Office for Civil Rights

Department of Education
Office for Civil Rights

101 Marietta Street

Atlanta, GA 30323

(404) 221-2954 4

Direction Services
Southeast Direction Service

Auburn University at Montgomery
Montgomery, AL 36117

(205) 279-9110, ext: 258 ‘
SITES: :
Tri-County Direction Service Tri-Cities Direction Service
1940-A Mulberry Street P.0O. Box 1386
Montgomery, AL 36106 ‘ Decatir, AL 35602
(205) 263-9700 (205) 353-2754

Head Start

Administration for Children, Youth and Families
Department of Health and Human Services

50 7th Street, NE, Room 358

Peachtree - Seventh Building

Atlanta, GA 30323

(404) 881-3936
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REGIONAL OFFICES OF FEDERAL
AGENCIES

REGION V

States served: Illinois, Tndiana, Michigan, Minnesota, Ohio, Wisconsin

Office for Civil Rights

Department of Education
Office for Civil Rights
300 South Wacker Drive
8th Floor,

Chicago, IL 60606
(312) 353-2520

| Direction Services
;. High/Scope Educational Research Foundation
} 600 North River Street

Ypsilanti, MI 48197
(313) 483-1210

Head Start

‘ Administration for Children, Youth and Families
| Department of Health and Human Services

i 15th Floor

| 300 South Wacker Drive

Chicago, IL 60606
|
|

(312) 353-1781




REGIONAL OFFICES OF FEDERAL
AGENCTES

REGION VI

States served: Arkansas, Louisiana, New Mexico, Oklahoma, Texas

Office for Civil Rights

Department of Education
Office for Civil Rights

1200 Main Tower Building
19th Floor

Dallas, TX 75202
(214) 767-3951

—

Direction Services

Head Start

Austin Direction Service
Texas Education Agency
1028 E. 12th Street
Austin, TX 78701

(512) 474-6836

Administration for Children, Youth and Families
Department of Health and Human Services

1200 Main Tower Building, 20th Floor

Dallas, TX 75202
(214) 749-2492

G
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. REGIONAL OFFICES OF FEDERAL .
. . AGENCIES

REGION VII

States served: Iowa, Kansas, Missouri, Nabraska

Office for Civil Rights

Department of Education
Office for Civil Rights

12 Grand Building :
1150 Grand Avenue - 7th Floor
Kansas City, MO 64106

(816) 374-2223

Direction Services

Midwest Direction Service
Midwest Regional Resource Center
Drake University

1332 26th Street

’ Des Moines, TA 50311
(515) 271-3936
SITES:
Jackson County Direction Service Ctr. Black Hills Direction Service Center
Mercantile Bank Building 2040 W. Main, #110
3640 Noland Road ) Rapid City, SD 55701
Tndependence, MI 64055 , (605) 341-3944

(816) €33-4415

Head Start

Administration for Children, Youth and Families
Department of Health and Human Services

3rd Floor Federal Building

601 E. 12th Street

Kansas City, MO 64106

(816) 374-5401




REGIONAL OFFICES OF FEDERAL
" AGENCIES

REGION VIII

States served: Colorado, Montana, North

Office for

Head Start

Civil Rights

Department of Education
Office for Civil Rights
Federal Building

1961 Stout Street

Room 11085

Denver, CO 80294

(303) 837-5695

Dakota, South Dakota, Utah, Wyoming

Administration for Children, Youth and Families
Department of Health and Human Services

Room 7417, 1961 Stout Street

Denver, CO 80202
(303) 837-3106




REGIONAL OFFICES OF FEDERAL
AGENCIES

REGION IX

States served: Arizona, California, Hawaii, Nevada, Pacific Trust Territories

: . , .

/

Office for Civil Rights

Department of Education

‘Office for Civil Rights

1275 Market Street - 1l4th Floor
San Francisco, CA 94103

(415) 556-8586

Direction Services ¥

Head Start

Los Angeles Direction Service
University of Southern California

600 South Commonwealth Ave., Suite 1304
Los Angeles, CA 90005

(213) 645-9044

3

San Mateo County Direction Service : ]
Del Green Assoclates, Inc. ‘

118 Chess Drive, Suite 200

Foster City, CA 94404

(415) 952-7878

N

Administration for Children, Yoyth and Families
Department of Health and Human Services

Room 143 Federal Building

50 United Nations Plaza ' :
San Francisco, CA 94102

(415) 5566153
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REGIONAL OFFICES OF FEDERAL
AGENCIES
REGION X ' )
States served: Alaska, Idaho, Oregon, Washington
Office for Civil Rights . _ -
"R Department of Education
) Office for Civil Rights - . )
1321 Second Avenue '
M/S 723 ‘
Seattle, WA 98101
(206) 442-2990
Direction Services
Northwest Coordination Office for Directiom Service
University of Oregon
1590 Willamette Street
Eugene, OR 97401
(503) 686-5641
) SITES:
Educational Service District #12 Portland Public Schools
Vancouver Direction Service King Neighborhood Facility
1313 NE 134th St. 4815 NE 7th
‘Vancouver, WA 98665 Portland, OR
(206) 574-2371 . (503) 288-5167

Northwest Coordination Office for Direction Service
Lane County Direction Service .

1736% Moss Street

Eugene, OR

(503) 686-3598

Head Start

Administration for Children, Youth and Families
Department of Health and Human Services

Arcada Pla.a Building ’

1321 2nd Avenue

Seattle, WA 98101

(206) 442-0838




INTRODUCTION TO STATE AGENCIES *

The section that follows gives a partial state listing of agencies and
organizations that provide services to handicapped children and youth.
Agencies are listed according to whether they provide information and
referral services, are a state, consumer or advocacy agency, or are a
parent-support group. Many agencles provide several of these services;
for example, the Association for Retarded Citizens is listed as a
.consumer agency, but it also provides information, referral and advocacy
services.

Some of the agencies' functions will be wellyknown, others less so.
Therefore, provided below are the purposes of some of those less well
known.

(1) The Early and Periodic Screening, Diagnosis, and Treatment (EPSDT)'
program .

[

The EPSDT program is a federally sponsored Medicaid program
administered by each State, in which Medicaid eligible families
may voluntarily participate. In some States, the health depart-
ment manages the program, in some States the welfare department
manages it, and in a few States, a special commission is responsi-
ble for the program. The program is intended to provide a com-

J prehensive range of health care services to children of Medicaid

. eligible families.

(2) Client Assistancl/Proiects (CAP)

The purpose of these projects funded'by the federal vocational
rehabilitation office is to act as an ombudsman for rehab clients
or applicants for services who have been denied rehabilitation
services, or are experiencing difficulties with the rehabilitation
process.

(3) Protection and Advocacy (P&A) agencies for the Developmentally
Disabled

The structure of the P&A agencies varies from state to state,

« but the majority are private, non-profit and provide a full range
of advocacy services, including legal advocacy services. The
P&A agencies are an important component to the effort to guarantee
and safeguard the rights of persons with handicapping conditions.




STATE AGE REQUIREMENTS FOR

District of
Columbia

“lorida

Georgia
Hawaii

Idaho

Illinois
Indiana
Iowa

Kansas

Between 3 and 18;
3-21 br fall 1979

5 through 17

5 through 18
6 to 20

5 through 18

3 through 18
6 to 18
Birth through 20

5 to 21

hearing impair

EDUCATING HANDICAPPED CHILDREN
AND YOUTH.
- STATE AGES EXCEPTIONS/CLARIFICATIONS*
Alabama 6 to 21 Permissive services for deaf ‘and blind from
. 3 to 21. Education for 12 consecutive years
starting at age 6. If school district
offers Kindergarten, then services required
at 5.
" Alaska , 3 through 19 - ===
Arizona Between 6 and 21 If Kindergarten is maintained, then 5.
: o 3-5 permissive.
Arkansas 6 through 21 If Kindergarten program, then 5-21.
California 4 years/9 months 3 to 4.9 intensive services; 19 through 21 if
through 18 not graduated or completed course of study
0-3 permissive under Master Plan.
Colorado Between 5 .ad 21 Or until graduatipn; 3-5 permissive.
Connecticut 4 to 18 May serve only until graduation. Hearing
impaired beginning at age 3. Starting 9/80
serve until age 21 unless child graduates.
 Delaware Between 4 and 21 Allows services 0 to 21 for deaf/blind and

ed.

Beginning at Kindergarten and for 13 consec-

utive years.
“dge 3.

Permitted with State funds from

0 through 4 and 19 through 21; permissive.

3 to 5 permiss

5 through 21 b
discretion

3 through 21;

ive.

y 9/1/80 0 through 4 at local

9/1/80

until completed an_appropriate curriculum,

whichever occu
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‘ Oklahoma

~ 1impaired/hearing impaired.

| 330

STATE "~ AGES EXCEPTIONS/CLARIFICATIONS*

Kentucky 5 through 17 Permitted to .21

Louisiana .3 through 22 . ___

Maine 5 to 20 — . g

Maryland 3 to 21 Birth to 21 beginning 9/80.

‘Massachusetts 3 through 21 _—— .

Michigan "0 to 26 Who have not graduated from high school

Minnesota : fA\Eg 21 Or completion of secondary program,

~ N ‘

Mississippi 6 through 18 6. through 20 by 9/1/80. No requirement and
not usual to providg classes to 3-5.

Missouri 5 through 20 Allows districts to provide programs to 3

» through 4.
Montana |, 6 through 18 -3 through 21 by 9/80. Provides for services
" to 0-2 after 9/1/80 under certain circumstances;

3-5 and 19-21 currently under same circum-
stances.

Nebraska 0-21 * From date of diagnosis or notification of

o - district; voluntary as specified by parent _
N -- below 5. ' T

/Nevada Between 6 and 18 Between 3 and 21 by 9/1/80. (Under 18)
attendance excused when completed 12 grades.
3-5 is permissive. '

New Hampshire Between 3 and 21 - - -

New Jersey 5 to 21 Permissive below 5 and above 20.

New Mexico -~ = @--®-=-- ...

New York Between 5and 21 - - o<

North Carolina 5 through 17 0] throughi4 and 18 through 21 permissive.

North Dakota 6 to 21 0 to 6 permissive.

Ohio 5-21 *% Do not actually say 5-21 is mandate.

4 through 17. Except no set minimum age for visually




STATE AGES EXCEPTIONS/CLARIFICATIONS*
Oregon 6 through 20 3-5 and 21 at ldéal options.
Pennsylvania 6~21 Permissive below 6. Virtually all districts
provide Kindergarten for 5 year olds, there-
fore, must provide for handicapped at 5.
3-18 ** 3-21 by 9/1/80 (until complete high school

Rhode Island

Soﬁth Carolina
-éouth Dakota
Tennessee
Texas
| Utah

Vermont

Virginia

Washington

West Virginia
Wisconsin

Wyoming

Between 5 and 21

0 through 21

4 through 21

Between 3 and 21

5 through 21

6 to 21

Between 2 and 21

5 to 21

Between 5 and 23
3 to 21

0 through 21

or reach age 21, whichever comes first).
Hearing impaired 4 to 21.

Or completion of high school, 3-5 as funds

are available except all districts providing

public Kindergarten will serve 5 year olds.
o

Pre-school permissive below 5 éxcept if offer
pre-school as a part of regular program.
Every handicapped of same age shall be pro-.
vided same services. Eligibility ends when
goals of IEP reached, at graduation or at age
21. 3 and above at local discretion. Below
3 if multiple, gross motor, sensory, moderate
or severe mental retardation.

3 and 4 permissive.

NOTE: This information was taken from Annual Program Plans submitted in accordance with

P.L. 94-142.

New Mexico has elected not to participate in this grant program during the

current school year and, therefore, has submitted no plan.

* Many States provide for permissive services at ages below 6 and above 17. For some
States this may mean that State funds can be used while, for other States, this means
that services are not prohibited for these children.

** These States did not provide information in their plans as to whether the age range
was to, or through, the upper age figure.

33y




List of.Local Community Resources

General

1. Physicians/Dentists

2. Day care

3. Nurséry school

4. YMCA, Boy/Girl Scouts, 4-H Clubs

5. Big Brother/Sister progféms

6. ‘gﬁngle parents groups

7. Family p]anning.organizations

8. Social Services/Welfare (aoes with #9)
9. Food stamps/AFDC/MIC/WIN/Homemakers
10. Social Security - SSI and SSDI

11.  PTA/PTO

12. Church (general and special classes)
13. Community organizations - Lions, Elks, Jaycees, Women's Clubs, Shfiners,

VFH, CAtholic Charities .

14.. League of YWomen Voters
15. Public interest law firms

Specialized

1.
2.

w

e &oe

o)

Public school - reaular and special classes

Screening clinics - vision and hearina

.~ Specialized clinics - CP, sbeech-language, oT

Specialized day program for handicapped
Parent ﬁe]p groups

Sib]ing aroups

. Voluntary organizations - ARC, CP, Epilepsy, LD

Genetic counseling

33
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10.
.
12.
13,
14,
15.
16.

7.
18.
19.
20.
21.
22.
23.
24,
25.
26.
27.

Crippled children proaram

Hemophilia proaram

Cystic Fibrosis program

Home trainina

She]tereq employment

Specialized recreatfon

Summer‘daylcare (general and specialized)
Summer residential camps (aeneral and specialized)
Child Caring institutions

Mental Health Clinics/Centers

Adult day programs

Sheltered workshops

On-the-job training

Respité care (emergency/short term)
Foster care

Boarding homes

Group homes

Information and Referral services

Professional orcanizations - CEC




‘ c LET'S MAKE mvesl c o l' e '

407 S. DEARBORN STREET - Room 680 - CHICAGO, IL 60605 . (312) 939-3513

TAX SHEET
For More Information Call: Written and Prepared by:
YOUR LOCAL RS INFORMATION ’ COORDINATING COUNCIL FOR HANDICAPPED CHILDREN
SERVICE, 312 - 435-1040(Chgo.) from material provided by Internal Revenue Service

FACTS YOU SHOULD KNOW ABOUT TAX DEDUCTIONS FOR YOUR HANDICAPPED CHILD

{F YOUR HANDICAPPED CHILD ATTENDS A SPECIAL SCHOOL OR INSTITUTION WHICH
ALLEVIATES HIS MENTAL OR PHYSICAL CONDITION . ..

...You may deduct the following as "medical'’ expenses:

1. tuition costs ~ 3.cost of sheltered workshop

2. cost of board and room L. cost of halfway house or nursing home
(Revenue Ruling 58-280; Section 213-1 (Revenue Ruling 69-499, 1969-2CB39)
(e) Internal Revenue Code 1954)

IF YOUR HANDICAPPED CHILD LIVES AT HOME . ..

..You may deduct as ‘'medical'’ eXpenSes the cost of:

‘ 1.special school - if the principal purpose is to alleviate his handicap.
2.special class in a regular school - if the principal purpose is to
alleviate his handicap. ( Revenue Ruling 70-285)
3.special class in a parochial school - if the principal purpose is to
alleviate his handicap. ( Revenue Ruling 71-347)
L. tests and evaluations
5.therapy, psychiatric care, and psychological counseling
6.special instruction or training - such as lip reading, speech instruction,
: braille. (Revenue Ruling 68-212, Internal Revenue Code, Regulation Section
1.213-1 (e) (1) (v) (a))
7.patterning exercises ( Revenue Ruling 70-170, 1970-1 CB 51)
8.medicines, drugs, and vitamins. _Also special foods and beverages prescribed®
- by a doctor (These must be in addition to your normal diet and not part of
nutritional needs)
9.all medical expenses, even though the child has earned more than $1000
annual income.You may include medical expenses for a person you could claim as
-a dependent, except that the person had income of $1000 or more or filed a
joint return. ( Commerce Clearing House Explanation #2019-01).
10. tuition and tutoring fees paid for a child with a Learning Disability
caused by a neurological disorder. (Revenue Ruling 78-340, Sept. 18, 1978.
Reported at 42 U.S.L.W. 2190, Sept. 26, 1978.)

IF YOUR HANDICAPPED GHILD ATTENDS A SHELTERED WORKSHOP . ..

as ''medical'’ expense the cost of the worksho
purpgse is to alleviate his handicap. (Letter from Mortimer M. Caplin, U. S.

‘ Commfssioner of Internal Revenue to Dr. Stafford L. Warren, Special Assistant,
to the President for Mental Retardation, July 6, 1964)
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IF YOU INCUR TRANSPORTATION COSTS (PLANE, TRAIN, BUS, OR TAXI FARE) ‘
WITH YOUR HANDICAPPED CHILD .

...You may deduct them as ''medical expenses'' if they are incurred going to and from:

1. special schools and institutions 3. doctors' offices
2. hospitals R. T. Olson 23-TCM-2008, Commerce Clearing
House Explanation #2019-793)

The cost of hiring a person accompany a. handicapped child who cannot travel
alone to the above places is also tax deductible ( Revenue Ruling 58-110).

If you provide the transportation yourself, you are allowed to deduct 9¢ per
mile, parking fees and toll fees. ( Rev. Proc. 74-24, t. . 1970-2, 505)

IF YOU VISIT YOUR HANDICAPPED CHILD AT A SPECIAL SCHOOL OR INSTITUTION . ..

..You may deduct as ''medical'' expense transportation costs - but not meals and

lodging - if medical experts deem your visit a necessary part of treatment.
(Revenue Ruling 58-533)

IF YOU OR YOUR SPOUSE IS BLIND . . .

...You are allowed an extra $1000 exemption. .

iF YOU ARE GAINFULLY EMPLOYED OR ACTIVELY SEEKING EMPLOYMENT .

...You are allowed a tax credit for child care or home care expenses durIng ‘
the time you work or seek employment in the amount of 20% of work related expénses.

YOUR WORK RELATED EXPENSES ARE LIMITED TO...

. $2000 per year for care of one disabled child or disabled adult :
$4000 per year for care of two or more disabled children or disabled adults

You are not allowed a tax credit for amounts paid to your dependent or your child
under 19. (IRS Publication #503, Child Care and Disabled Dependent Care) , You may use
payments you made to relatives who are not your dependents, even if they lived in your
home.

Please Note: Child Care and Disabled Dependent Care Expenses are claimed as a
- tax credit - not as a deduction. This means that you do not have
to itemize your deductions to take advantage of this tax benefit,
which reduces your tax liability dollar-for-dollar. This new pro-
vision is part of the 1976 Tax Reform Act.

PLEASE NOTE:

1. All medical deductions must exceed 3% of your total income (Internal Revenue
Code, Section 213 (a) (1).

2. All medical deductions are allowed regardless of your handicapped child's age.

3. You are still allowed the full$1000 exemption whether or not your child attends
a special school or institution. For tax purposes, the cost of tuition, room
and board is considered a scholarship and s not taken into account in determin-
ing whether parents have provided more than half the child's support. (Revenue ‘
Rulings 61-186, 1961-2CB 64-221, 1964-2CB46).

L. Persons who are eligible for the above deductions, who have not filed them
previously, may file an amended return, retroactive for the past three years.




ALLOWABLE MEDICAL DEDUCTIONS
PROFESS |ONAL SERVICES

Chiropodist Oculist Physiotherapist Psychiatrist

Chiropractor (lic.) Optician Plastic Surgeon Psychoanalyst

Dentist Optometrist (not to beutify) Psychologist .
Dermatologist Orthopedist Podiatrist Registered Nurse
Gynecologist Osteopath (lic.) Practical or other non- Surgeon 7

Neurologist Pediatrician professional nurse for  Occupational Therapy

Obstetrician Physician medical services only.
MEDICAL TREATMENTS

Acupuncture Injections Psychotherapy

Blood Transfusion Insulin treatment Sterilization

Diathermy Nursing Radium therapy

Electric Shock treatments
Healing Services
Hydrotherapy(water treat-
ment)

Ultra-violet ray treatment
Whirlpool baths
X-ray treatment

Organ transplant
Pre-natal/post natal
treatment

EQUIPMENT AND SUPPLIES

Abdominal supports

Air conditioner

(for medical purpose)
Ambulance

Arches

Artificial teeth, eyes
Autoette ( car device for
handicapped person), but
not for business use
Back supports

Braces

HOSPITAL SERVICES
Anesthetist
Hospital bills
Oxygen mask, tent
Operating Room
Vaccines

X-ray technician

Alcoholic inpatient care costs

Asylum
Birth control pills
Braille books

Clarinet lessons advised by dentist
for treatment of tooth defects
Convalescent home - - for med.

ment

Drug treatment center/inpatient care
Installation and cost of medically
prescribed equipment (seat elevator,
central vacuum,etc.) minus the in-
creased real estate value (if owned)

Crutches

Elastic hosiery
Eyeglasses

Flouridation unit in home
Hearing aids

Heating devices

Invalid chair

lron lung

Orthopedic shoes

Reclining chair(prescribed)

.

Sacroiliac belt
Special belt

Special mattress or plywood

bed boards for rellef of
arthritis of the spine
Splints

Truss

Wig ( for med. purposes)

Repair of telephone equipment(deaf)

LAB EXAMS & TESTS

Blood test
Cardiographs
Metabolism tests
Spinal fluid test
Sputum tests
Stool Exam

Urine Analysis

X-Rays

M1 SCELLANEOUS

MEDICINES

Cost of prescriptions
Drugs

Patent Medicines
Vitamins, Tonics, Etc.
(prescribed by doctor)

Kidney donor's expenses

Legal guardianship fees of mentally ill
spouse, where commitment was necessary
Maintenance of special equipment

treat-

Medical Insurance premiums - up to $150
Nurse's board and wages, inc.S$S tax you pd.
Remedial reading for dyslexia child

Sanitarium & similar institutions

783 6

Seeing-eye dog and its maintenance

Wages of i for bljind

Sggc?a? sggog cggts gr Bﬁ;g?gally e¢ementally
handicapped children )
Telephone/teletype costs for deaf person
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'INTRODUCING THREE BOOKS NO PARENT OR PROFESSIONAL

SHOULD BE WITHOUT | ‘
HOW TO GET SERVICES BY BEING ASSERTIVE will show you how to build self
confidence, improve your communication, and negotiating skills, cut red

tape, and move bureaucratic mountains, and much more. Available for $4.00
plus 60¢ postage. '

HOW TO ORGANIZE AN EFFECTIVE PARENT/ADVOCACY GROUP AND MOVE BUREAUCRACIES
will show you how to be an effective advocate, an effective organizer, and
how to lobby, and much more. Available for $4.00 plus 60¢ postage.

THE DIRECTORY OF SERVICES FOR HANDICAPPED CHILDREN AND ADULTS is a spiral ‘
bound 31i-page REDBOOK, listing 1,571 resources for the handicapped from !
birth through adulthood in the Chicago metropolitan area, both by disabil- |
ity, and alphabetically. Available for $10 plus $1.50 postage & handling. |
. i

|

|

|

|

|

|

PLEASE SEND ME: o
Copias of How to Getw,Services by Being Assertive ($4 each,plus 60¢post.)
Copies of How to Organize an Effective Parent/Advocacy Group & Move
Bureaucracies (At S each, plus 60¢ postage per book.)

Copies of the Directory of Services for Handicapped Children & Adults
at $10 each, plus $1.50 postage and handling per book.)

20% Discount available for orders of $100 or more in_any combination.

Name Phone

Address City State Zip

RIGHTS TRAINING SESSIONS FOR o
FOR PARENTS AND PROFESSIONALS

Free training sessions weekly on Tuesdays & fourth Saturday of every month.*

in Suite 680, at 407 S. Dearborn Street, Chicago, I1linois, 60605. (312/939-3513)
Childcare is available, if requested ahead of time. Learn how to effectively repre-
sent your child so that he/she receives appropriate services. Learn how to develop an
IEP that is exactly suited to his needs. Sessions are free; registration requested.

NAME PHONE

ADDRESS CITY STATE ZIP

ATTENDANCE DATE NO. WHO WILL ATTEND CHILDCARE NEEDED?___NO. OF CHILDREN

* NO TRAINING SESSIONS ARE HELD ON HOLIDAYS 0% HOLIDAY WEEKEMDS

WHAT'S HAPPENING? YOU'LL KNOW IF YOU RECEIVE THIS NEWSLETTER EACH MONTH.
MAIL YOUR TAX DEDUCTIBLE CHECK TO CCHC. JOIN US. WE GET THINGS DONE.

MEMBERSHIP: Ind/Fam. $10. Contributor $15 Org. $30__
Lifetime 5100 (Ind./Fam.only) Newsletter only $8

| NAME Phone

ADDRESS City State Zip i ‘

MAIL TO CCHC, 407 S. DEARBORN, ROOM 680, CHICAGO, IL 80805




Purpose:

To provide information which clarifies (a) why handicapped
children and youth are in need of Allied Health advocates, and

(b)

Specific Objectives:

UNIT VI: ADVOCACY

GOALS AND OBJECTIVLS3

Strategies for Effective Advocacy

the different models and strategies that can be used.

At the conclusion of this session, participants should:

1.

Be sensitive to and accept the advocacy needs of handica; «d
children and youth.

Be able to define the concept of "advocacy'" as used in this
workshop and be aware of other advocacy models, such as:
self-advocacy, ombudsman, citizen advocaéy protection and
advocacy systems, and legal advocacy, depending upon the need .
and the context of the situation.

Be able to identify appropriate target group(s) with which to
effectively advocate on behalf of handicapped children and youth.

Understand and accept the Allied Health professional's role
in advocacy, whether in the schools, health programs, or
other service programs.

Be able to identify pitfalls to effective advocacy, such as:
conflict of interest; resistance to change; and discriminatory
policies and practices.

Be sensitive to and be able to identify the needs, problems,
and concerns of other health professionals, educators, and
administrators regarding their roles and responsibilities in
providing services for handicapped children and youth.

Understand and be able to implement appropriate communication
strategies for dealing with other health and related services
professionals, educators, and administrators when making
referrals and advocating for the rights of handicapped children
and youth.




General Session IV

STRATEGIES FOR EFFECTIVE ADVOCACY

Shirley Atkins, Ph.D. - ' ‘
Assistant Dean :

i

|

|

} School.of .Health Related Professions i

- University of Pittsburgh °

and

Ethan Ellis
Deputy Director
N. J. Office of Advocacy for
the Developmentally Disabled




II.

III.

T

Rationale for the Allied Health Professional's Role in Advocacy

1. Health and the elevation of quality of life - ¢
2. Power and the access to power of health professionals
3 Society's respect for the Allied Health Professional's
knowledge, training and contribution to saving life
4. Comprehensiveness of health care as a factor in the society ,

Advocacy Needs of Disabled Children and Youth and their Families

The advocacy needs of a child or youth with a disability, or his or her
parents, grow out of specific situations and should be defined by the
context of those situations. Let's look at a few:

A. Isolation - The need to talk to someone who is caring but objective
about a disabling condition and its impact and implications;

B. Information - The need to'identify the range of services available for
a specific disability: where to get that information, how to get those.
services, or how to evaluate them;

C. Relevance - The need to understand how a specific service - particularly
the one you provide - relates to their disability and their goals for
coping with 4it; '

D. Rights - The need to know and understand the federal and state
statutes and regulations which protect their rights and entitle
them to services, and how to secure these rights and entitlements
in specific situations; . , “

E. Support - The need to link up with groups who can provide them with
mutual support and/or are engaged in irndividual and collective:
advocacy. - -

Advocacy Models

In recent years, advocacy on behalf of persons with disabilities has
become more popular. It is now attractive both as a profession and as a
pastime. This has led to a proliferation of advocacy models and con-
fusion over definitions. Generally, the professionals try to limit

what 1s defined as advocacy to those activities most like their own.

The pasttimera do the same. These distinctions are largely lost on
persons with disabilities who just want help and some helpful definition
of what a prospective helper might do for them.

The effort here will be gﬁided by those needs. Different kinds of advo- :
cacy can be defined by who does it, what they do, their goals, and who
they advocate for.

Let's first sort out those activities done for individuals from those
done for groups of persons with disabilities. Where these different
types of advocacy activities have been given labels, they will be
identified and explained.

SEY




A. 1Individual Advocacy

Provision of generic services v
Counseling ’ .
Coordination of gemeric services - case management -
Support - Citizen Advocacy and peer counseling

Lay Representation.s informal and formal

Legal Representayidn\- P&A Systems, Legal Services, private attorneys
Protective services

.
4

NS WN
.

B. Collective Advocacy.

. Planning and administration of generic services

. Standard setting, licensure, and code enforcement
. Mutial support - consumer and parents group

. Public education, attitude modification

. Systems advocacy

. Legislation, administrative rulemaking .
. Class action law suits

NN W

RN

(See, "Protection and Advocacy in the Context of its Legislative History,"
Advocacy Systems for Persons with Developmental Disabilities, published by

Research and Training Center in Mental Retardation, Texas Tech. University.)
Now let's look at some of the distinctions blurred by this typology:

. Self=-Advocacy

. Lay ‘Advocacy

. Professional Advocacy
. Legal Advocacy

HEoO

Iv. Natural'Environments for Advocacy

A. The child and the family

B. The site at which one.works

C. The personnel with whom one interacts

D. The nursery school and preséhool setting

E. The school

F. The P.T.A.

G. The religious environments in the community

H. The human service organizations

I. The specific organizations to which one beéelongs (i.e., A.P.T. A.,
A.A.U.W., A.A.U.P., A.M.R.A., etc.)

J. Institutions of higher learning

K. Legislative/Regulative Bodies at local, state, and national levels.

4

V. Methods for Achieving Advocacy:

A. Self assessment (awareness of one's own biases, limitations and
methods of expressing these: language, non-verbal behavior,
avoidance, etc.)

B. Self-education (reading, personal contact, etc.)

C. Declaration of the advocacy position in all the units of life which
affect you (i e., not being willing to tolerate the "moron"
joke, or the speech impediment .joke)

“ " 34,
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D. Supporting affirmative action legislation as an instrument directed
to the amelioration of all forms of discrimination which have
human differences as a basis

E. Strengthening yourself for irrational objections to the laws and
advocacy practice '

F. Reminding yourself and those who work with you that people have
the right to self determination. (We can't "arm-chair" judge
whether or not a person of small stature can become a P.T. or
whether a blind man can become a medical technologist.)

) G. Changing the environment to maximize the competence of handicapped
individuals (physical plant, learning materials, supportive
resources)

H. Observing and communicati.g with professional peers when they have
failed to be facilitators maximizing the handicapped child's
potential

I. Promoting the recognition of the unique individuality of handicapped
children (Some are needle phonic others may not be,’ but both
Lave the right to proper preparation.)

J. Networking for self-support (call on those at this workshop, for
example) ' '

K. Networking for change (usc of referrals, inviting advocates to
speak at groups in which you are a member)

L. Making those who have power responsible for advocacy (legislators,
other levels of medical pract%tioners: dentists, doctors, etc.) R

V1

VI. Advocacy Groups and Agenciés—-Who They Are and How to Find Them (Also
see Regource Appendix)

A. Legal Advocacy

1. Protection and Advocacy (P&A) Systems
2. Legal Services Corporation--phone book, call or write Legal
Services Corp., (733 15th St., N.W., Washington, DC, 202-376-5100)
.3. Other--contact State Bar Association, Protection and Advocacy
Systems, State Developmental Disabilities Planning Council

B. Systems Advocacy

1. State Developmental Disabilities Planning Council---contact
State Mental Retardation/Mental Health agency

2. Consumer Groups--contact state or local Association for Retarded
Citizens, United Cerebral Palsy Association, Easter Seal,
March of Dimes, P&A Systems

3. State Professional Societies and Associations

C. Consumer Support and Advocacy Groups

1. See A-1, B-2, above .
2. Call or write American Coalition of Citizens with Disabilities,Inc.,
1200 15th Street, N.W., Suite 201, Washington, DC 20005
(202) 785-4265
3. Parents groups concerned with special education--contact State
Education Department or local school district
4. Independent Living Programs and Centers--contact State Voca-
tional Rehabilitation Agency, P&A Systems.
. o
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Pitfalls to Effective kﬁvocacy

Most mistakes in udvocacy result from a loss of perspective or a distor-
tion of the advocate's role. They plague the professional advocate as
often as they do the volunteer. The most serious and most common one -
occurs when the advocate slips out of the proper role of assistor or
clarifier into the improper role of decision maker for the person with

a disability. After helping a hundred parents work through in their own
minds what are proper educational goals for their children's IEPs, it is
easy to simply tell the hundred and first that Johnny should be reading
at the fifth grade level at the end of the school year. And yet, it is
a basic principle of advocacy that the person with a disability (or his
or her parents) must be involved in the process to thegg_gatest extent

possible.

Let us examine some principles of effectlve advocacy and 111ustrate through
example the pitfalls that yawn under the feet of the advocate who ignores
them.

A, The advocate clarlfies the person with a disability decides (See
above).

B. Advocacy strategies generally must be carried out by the persons with
a disability or their parents. If they don't understand the strat-
egy and feel comfortable carrying out each of the actions it re-~
quires, it won't work.

C. Strategies must evolve from and relate to specific situations. Iden-
tical strategies only work in identical situations. How many are
there?

D. Children and adults with disabilities are human and prone to human
orneriness and unpredictability. Your positive stereotypes about
them are as self defeating as your negative ones.

E. When the child or youth has a role in the advocacy strategy, involve
him or her in its development and implementation. They sometimes
thirk independently of their parents. ~

F. Don't let your role as advocate conflict with your role as a profes-
sional unless you're ready to change professions. If there is a
conflict, direct the person with a disability to an advocate who
does not have such a conflict. If you don't know one, rethink
this whole workshop.

Summary and Conclusions

) 1. Advocacy for the handicapped: Advocacy for a better socilety.
2. Advocacy for the handicapped: Preservation of your human rights.
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Implementing Effective Advocacy Strategies

Purpose:

To have participants’deVelop effective advocacy strategies for their
own employment and community situations. ‘

Specific Objectives:

At the conclusion of this session, participants should have:
1. Identified the cucrent conditions of their persdnal work
® and community environment and recommend specific strategies

for effective advocacy. '

2. ‘Identified possible strategies for dealing with pitfalls
to effective advocacy, zuch as:

a. conflict of interest;

‘ ' b. resistance to change; and

c. discriminating policies and practices.

3. Developed several personal and professional strategies for

expanding advocacy effor in their own health facilities,

. ‘communities and/or in their local, state, or national pro-
fessional societies.




UNIT VI: ADVOCACY
_ RESOURCES
The Allied Health Proféssional and the Rights of Handicapped Children
and Youth by Shirley Atkins, University of Pittsburgh.

Advocacy - chapter from the Advocate Resource Manual, by Nebraska
Advocacy Services.

Professionals Can Be Effective Advocates*
*Adapted from How to Get Services by Being Assertive by the
Coordinating Council for Handicapped Children.

Advocacy 1is... Advocacy is not ...*

The Role of Parent Groups.*

Systems  Change Advocacy.

How do you Change Attitudes? from CLOSER LOOK.
Recommeﬁded Readings on Advocacy

Bibliography a

"A Health Advocate's Guide to the Federal Budget Process,"

by David F. Cavkin and Yvette Hutchin from Clearinghouse
Review, Vol. XV, No. 4 (August/September 1981).
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THE ALLIED HEALTH PROFESSIONAL
Ammmcmswnmomm
CHILDREN AND YOUTH

By Shirley Atkins
University of P1ttsburgh

Professionals who practice in the field of health and healing know the
delicate balance between mind and motion, heart and hand, attitude and
recovery. We call upon you for yet another measure of your wisdom, not
Just as it pertains to the health of individuals, but as it may bring a
power of healing to our society. For surely there must be something
wrong with a society which has so long procrastinated in its ability to
offer those who are different the whole array of opportunities and rights
common to "mainstream humanity."

I am especially fond of the manner in which Leo Buscaglia ('75) articulates
the rights of disabled persons. . I would summarize what he says in the fol-
lowing manner. Handicapped people have:

1. the right to live life in a creative, comfortable, and
growth fulfilling manner;

2. a right not to have to be superior or be a super human in
order to lay claim to equal opportunities of education,
and work;

3. the right to be instructed concerning the nature of their
condition;

4. the right to equal status in society and the family;

5. the right to offer input in the decisions which affect
them and the life segments with which they are involved;

6. the right to superior education for life: affective
aspects as well as academic aspects.

In what way do these rights link themselves with the health professional's

practice? It would seem to me that even with my coalescence of Buscaglia's
statement of rights, the health professional can find each of these rights

linked to the health care delivery and advocacy for disabled children.

Let us examine the first right-—-the key word here is comfortable because
without the essence of comfort (ease, relief from anxiety, etc.) one cannot
achieve maximum and total growth. In the practice of health care the need
to put the patient at ease is recpognized as a primary prerequisite for
effective treatment. It is obvious that if you have anxiety about a child's
handicap or impairment, it is going to deter your ability to put the child
at ease or give comfort. So the first task, in development of sgkill in

advocacy of handicapped children, is for the practitioner to achieve comfort

with the array of human differences presented by disabled children.
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We all know that familiarity leads to comfort. So comfort may be achieved
for the health practitioner as he/she reads about persons with handicaps,
seeks out opportunities for personal interaction with disabled individuals,
or learns vicariously through motion pictures, observations, etc.

The second statement pertains to the disabled child's right not to have to
be super human. Buscaglia is talking about a right to be average as well

as outstanding and the right to fail as well as succeed. As they have this
right, so do you have the privilege of not having to be super human in your
relationship to these children. The strong desire and need to perform well
as a professional can sometimes preclude the human or humane qualities which
may bring comfort to the treatment situation. Laughing at oneself and
lasghing at genuinely funny situations can break the barriers between ad-
ministering treatment and achieving a partnership in recovery.

The second step in your preparation for advocacy is for you to have the
attributes which make you uniquely you and to own these as part of your
professional identity. I'm talking about a sense of humor if that's what
you have, a smile, a sense of quietness, or whatever human traits make you
a person.

The third right a disabled person has 1is the right to be instructed concerning
his/her condition. You have the privilege of knowing as much as exists about
the condition of the child with whom you interact, and the responsibility of
seeing that the agency informs the child and those responsible for the child
of the ramifications of the situation.

In many respects the fourth right is reflected in the second and third rights.
It means that you may have to facilitate equal status in the family by calling
in the parents and the child for progress meetings or together with the total
family, you may have to assist your agency in helping a handicapped child and
his/her family take a step toward greater responsibilities (for example, less
time in the special classroom, more time in the regular classroom; prepara-
tion for college; readiness for courtship; readiness for employment).

The fifth right the disabled child has is the right to offer input into the
decisions influencing his/her 1life. Not only should the child be present
at your meetings with the family but, to the extent possible, the child's
opinions should be solicited. This right gives you the privilege of com-
municating all that you may see in direct interaction with the child and
his/her family and communicating the totality of your observation to all
those on the health care team who work to maximize the life potential of
the child.

The last right is the right to superior education for life. Buscaglia is

talking about the right to academic tools for life adjustment, and the right ~

to affective tools for life management. The latter is made up of experiential
opportunities which equip the individual with coping skills for the manage-
ment of fear, anxiety, frustration, and the like. This last right I see as
being capsulized in the concept of hope. As the child has this right, so

must you take this trait to be evidenced in you as a health practitioner.

Hope is the foundation of health. Your professionalism cannot survive with-
out it and no child can grow without it.

34,




-3-

. Hope allows for risks and every risk which is overcome marks another step
. down the trail of human competency.

The rights of persons with disabilities are the rights of all human beings
in this society. Their rights should help us recognize and respect the whole
spectrum of human differences without assigning values to those differences.

® 34
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WHO DOES WﬂAT FOR WHOM
A Guided Tour of Advocacy for Persons With Disabilities
Ethan B Ellis .

In the 1960s and 1970s, the Courts increasingly recognized that
persons with disabilities have specific rights which stem directlyvfrom those
‘disabilities. At the same time, federal and state legislatures greatiy
increased the number of programs designed to serve such persons. As a result,
more and more people have become active in protecting these rights and
securing these service entitlements for persons with disabilities.

They have called themselves advocates and have ¢alled what they
do advocacy. As this new field has become more popular, more persons have
crowded under its banner and~a wider range of activities have been subsumed
under it. New labels like "systems advocacy" and "self advocate', have emerged
in such profusion that the newcomer to the field often needs a scorecard to
identify the players or the activities they are engazed in. The following
is one man's attempt to provide such a scorecard. Keep in mind that some of
the players still quibble over the finer points of definition and sometimes
succumb to territorial jealosies. This generally occurs in any field where
volunteers and professionals practice side by side as they do in advocacy and
only attests to the humanness of both classes of practitioners.

In trying to make the distinctions in this field as sharp as possible,

let's look at them from several angles. First, let's classify them in terms

of whether they serve individuals with disabilities or groups of such
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individuals. Then, let's look at the different activities engaged in
individual and collective advocacy. Finally, let's look at who commenly
performs which kind of advocacy activity and how these roles sometimes
overlap.* This may involve some repetition. Hopefully, the repetition will

- make the distinctions clearer.

I. Classification: Individual Versus Collective Advocacy
A. Advocacy on behalf of individuals with disabilities
1. Provision of generic (functional) services
2. Counseling and support - Citizen Advocacy and Peer Counseling
3. Coordination of generic services - case management

4. Lay representation - informal and formal due process
proceedings .

5. Legal fepresentation - formal due process proceedings, litigation
6. Protective services - intervention against abuse and neglect
B. Advocacy on behalf of groups of persons with disabilities
1, Planning and administration of generic services
2. Mutual support

3. Systems advocacy - administrative coordination and rulemaking,
legislation

4, Standard setting and 'enforcement, licensure

5. Class action litigation.

* In developing the following typology for the field of advocacy, the author
borrowed heavily from Boggs, Elizabeth Monroe: 'Protection and Advocacy
in the Context of its Legislative History" in Advocacy Systems for Persons
with Developmental Disabilities: Context, Components, and Resources;
Texas Tech University, Lubbock. :

P
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The terms 'case advocﬁcy" and class advocacy" are sometimes used
to label the two categories identified above. They are interchangeable
with individual and collective advocacy, respectively.

In each category above{ the types of advocacy have been arranged
along a continuum beginning with those which are the least fo;mal and ending
with those which employ the most formal proceedings.and enforcement measures.
To some extent, the involvement of volunteer versus professional advocates
parallels this continuum with the volunteers being more heavily_involved in
the first-listed types in each category and the professionals in those
listed later. However, this distinction is frail enoggh to start a lot of

arguments and resolve very few.

II. Definition of Advocacy Activities
Let's take a brief look at each of the activities listed and see
how they've earned their practitioners' claims for inclusion under the
umbrella term, advocacy.

Individual Advocacy

A. Provision of generic services
Very few qf the services that a person with a disability receives
are delivered in a vaccuum. Generally the service providers are linked
together formally or informally and the service provided by one impacts on
the way oéhers deliver theirs. Each develops a unique understanding of the
person with a disability and his or her needs. To the extent that the

individual service provider uses that understanding to improve the totality

of services provided, he or she is an advocate for thé disabled client. The
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dietician who sees a patient having difficulty with a knife and fork and
who suggests an occupational therapy evaluation is an advocate at the most
basic level. So is thg lab technician who spots a barely perceptible limp
which, on examination, proves to be evidence of an undetected stroke. Both
have transcended their normal professional duties to obtain better services
for the persons under their care.
B. Counseling and support - Citizen Advocacy and Peer Counseling

Counseling in the generic sense of providing guidance and psychologi-
cal support can be an adjunct to advocacy when it is used to help the person
with a disability or parent(s) of a disabled child to clarify their goals
and gather the strength to pursue them. In varying degrees of intensity,
professional counselors, friends, and other professionals provide this ‘
advocacy service.

In addition, there are two programs of support which have become
formalized enough to be recognized as sub fields within advocacy. The
first, Citizen Advocacy, was developed to provide support to young persons
and adults with mental retardation so that they can live more independently.
Most Citizen Advocacy programs are sponsored by local Associations for
Retarded Citizens, but an increasing number are being developed to serve
other persons with developmental and related disabilities, either by volunteer
agencies such as United Cerebral Palsy Associations or by the DeQelopmental
Disabilities Protection and Advocacy Systems.

Thesevprograms generally employ volunteers on a one-to-one basis

who provide support and companionship to a person with a disability called
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a protege} The volunteer may perform other services for the protege to
improve the skills he or she needs to function more independently. These
may include tutoring or 1ess formal training in eading and language arts,
grooming and personal hygiene, money management, shopping and meal preparation.
In some instances, the Citizen Advocate may intercede on the disabled person's
behaif with community institutions and social service agencies to increase
their understanding and acceptance of that person. In conflict situations,
the Citizen Advocate may speak on his or her behalf as a léy advocate and
some programs engage in systems advocacy to change the commun%%y response to
persons with disabilities as a group. |

The second, Peer Counseling, has grown out of the Iﬁaependent Living
movement. In this program, persons with disabilities who have succeeded in
living independently share their skills and experiences in a counseling
relationship with others who have recently become disabled and/or who are
trying to achieve a greater degree of independence. The sophisgication of
this program, like that of Citizen Advocacy programs varies with the’degree
of training of the helping person and the compléxity of the problems of the
person he or she is helping. SomevPeerrcounselors are paid and others_are
volunteers depending on the philosophy and/or funding level of thé program
in which they work.

C. Coordination of generic services - case management

Some disabling conditions require complexly interrelated services

over an extended period of time. The person coordinating the delivery of

these services for a particular disabled person has recently come to be
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called a case manager. Usually trained in social work, this person is charged

with negotiating his or her client's way through an often disjointed network’
of human serviée agencies and insuring that their disparate services are
somehow tailored to meet the client's very individual needs. This is a very
specific advocacy role whicﬁ has developed to serve persons with developmental
disabilit}es. .To some extent these same skills are used, generally over a
shorter period of time, by the vocational rehabilitation counselor in
coordinating the variety of services a person with a disability needs to
prepare for and obtain employment.
* D. Lay representation ® lay advocacy

Many of the federal and state programs providing services to persons
with disabilities flave a variety of eliéibility requirsments. The denial of . '
service under them may be appealed through a variety of due process pro-
ceedings. In addition, such proceedings may also be used by disabled
persons or their parents who are dissatisfied with the Qervices they are
receiving from those programs. For example, both the Social Security System .
which provides supplemental or maintenance income to persons with disabilities
and P.L. 94-142 which guarantees a free and appropriate education to handi-
capped children have such due process proceedings outlined in their implementing
fegulations. |

In many cases, the first steps of such proceedings are designed to
be informal and encourage negotiation of differences before the position of
each party hardens. Still, the service provider is generally represented

in those proceedings by professioﬁals who are better versed in the services

provided and the laws and regulations that govern their provision than are

v .
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the persons with disabilities who receive them or their parents.

/ As a result, a numbér of groups have trained lay advocates to .
represent or otherwise assist in such proceedings. These persons'havg a
.specific knowledge of the Statutés and regulations in a particular are; of
disability law and a familiarity with the'prbfessional disciplines providing
‘the services in question. Often they are parents or disabled persons |
themselves who have gone through the process on their own behalf. In some
cases, they are backed up by attorneys who provide guidance and/or step in
when the proceedings éecome so focrmal as to require a lawyer. Many of the
Developmentally Disabled P&A Systems habe provided the training for and
serve as backup to such groups which they refer to as Advocacy Networks.

E. Legal Representation

When such proceedings become formézxo% when the regulations require

it, the services of an attorney are needed to obtain the appropriate services
for a person with a disability or to protect.his oé her human and civil rights.
The Protection and Advocacy Systems have been established by Congress to
provide that service to persons'with develop@ental disabilities. . A number
of states have expanded the P&A mandate fo include persons with other
disabilities. All have the capacity to bring legal action, either'directly
or through contract with private attorneys or legal service agencies. 1In
some states, lggal se;vice agencies have projécts which specifically serve
persons with disabilitieg; In some others, state ér local bar associations
do so. ’

F. Protective services

Advocacy and law enforcement combine in programs which protect

| o
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classes of pérsons who are particularly wvulnerable to abuse and negleC;‘
Begun to protect children, many such programs have expanded to cover the
elderly, nursing home :esidents, and persons with mental retardation.
Generally, they are a function of state govermment.. Included as protective
services are also those agencies which provide guardianship services for
those persons who, by reason of mental incompetence or;severe physical
incapacity, are unable to make decisions for themselves. Like other protec-
tive services, some guardianship programs are specifically designed to serve
disabled persons and others serve them if they belong to another protected
class.

Collective Advocacy

A. Planning of generic services
At the governmentafﬂlevel, there are many services designed for

nondisabled persons which play an important part in a cumprehensive service

L
i o

network for persons with disabilities. Health care systems and income
maintenance programs are but two examples. Increasingly, planners and
administrators of prograﬁs which serve the disabled have interceded with
these larger programs to redesign their services so that they will be more
accessible to persons with disabilities and more responsive to the partic-
ular needs which arise from those disabilities. This advocacy function

is largely carried out in the public and private sed¢tors of the human
services community and it employs the todls of planning and administration
in its gentle persuasion. If it were not so sequestered and so gentle, it

would be classified as systems advocacy (see below). Many do call it that.

B. Mutual support ’

Historically, the oldest advocates for persons with disabilities
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are the national, stage and local voiuntary agencies and associations formed
to assist persons with specific’disabilities.,'While thése‘groups now provide
a wide range of services and engage in a number of advocacy functions such

as lobbying and bringing class action litigation, many still fulfill the
purpose for which they were originally formed: to provide mutuai support

for persons with disabilities and/or their parents;< As responsibility for
services to persoﬁs with disabilities has shifted from the privaté to the
public sector, many of the older groups have shifted their focus and mAnyv
new groups havé formed.. For example, when serviceé,were primarily private,
parents banded together to form Associafions for Retarded Citizens and

United Cerebral Palsy Associations. Now Parents Grouﬁs tend to form across
disabiliéy lines to address the problems of special education ih.a particular
school district or to lobby for changes inbstate laws. As an adjunct to
these purposes, they also serve as a source of information and support for:
new parents of disabled children as the more traditional associatidns did at

their inception and still do. Consumer groups of persons with disabilities

perform these information and mutual support function for their members as

»well.

C. Systems advocacy
Systems advocacy, literally making changes in the sytem on behalf

of persons with disabilities, takes many forms. They range from public

. education to change attitudes toward persohs with disabilities to lobbying

for legislatioﬁ to proiect old rights or establish new ones. They require

equally as many skills. The greatest number of d%:parate functions are

séb,umed under this definition.
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D. (lass action litigation
These are legal actions brought in the name of specific individuals

on behﬁlf of a larger class of persons édversely'affected by similar circumi
stances who will benefit by the Same or similar relief. Class actions often
have the powerful potential for redefininé the rights of even larger groups
of persons and are therefore seen as popular advocacy tools. Recent experience
has shown them to be costly and time consuming fovpursué and the judgements
resulting from them difficult to enforce. Historically, they played a major
role in establishing the rights of persons with disabiliities.

"E. Standard setting and licensure

The collective form of advocacy in protective services involves

the setting of standards for the facilities which provide services to persons

with disabilities and the licensing of the professionals who provide those
services. The standard setting process is a legislative or administrative
function of state or federal govérnment which 1s often the target of systems
advocates who seek to improve services to persons with disabiiities.. The
enforcement of such standards is generally‘a function of state'governmént

which often requires monitoring by advocatesito be effective.:

III. . Roles iﬁhAdvocacy

Piéglly, let's look at the "who" in who does what in advocacy.
This is the most slippery part of the exercise since the roles overlap"
considerably. - Generally, there are three types of peo?ie who engage in
advocaéy:_ 1) attorneys and associated professional advocates; 2} health
and human service professionals; and 3) persoﬁs with disabilities, tﬁeir

parents, relatives, and friends.

3:-,-
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Lawyers obviously litigate and individual suits and class action
litigation is exclusively their advocacy territory. Less obviously, they
assist sysﬁems advocates by analyzing proposed legislation, administrative
xregulations, and formai agreements between government agencies for the
provision of coordination of services. They may also act as the trainers
of lay advocates.

A relatively new professional advocate in the field is the community
organizer who assists consumers in designing and carrying out more effective
strategies for change. .This professional works almost exclusively in systems
advocacy, though his or her efforts may also improve a group's capacity for
information sﬁaring and mutual support.

. : Health and human service professionals plan, coordinate, and deliver
| services to persons with disabilities. They pfovide supportive counseling
and may be involved in standard setting and enforcement as well as various
aspects of protective services depending on their profession. In addition,
through their professional societies, they are active in lobbying for the
general improvement of conditions for persons with disabilities. Thus they
are systems advocates as well. As the relative or friend of persons with
Disabled consumers, thelr relatives, friends and interested volun-
teers act as counselors, and provide mutual support. They are lay advocates.-

|
|
\
| i
disabilities, they may assune additional advocacy rolgs.
in due process proceedings. They take the lead in systems advocacy and fill

the largest number of roles in that area.
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IV. Conclusion
There seems to be ample room in the growing field of advocacy
for anyone interested in persons with disabilities. It helps to know your

role, both so you can use your skills more effectively and so you can avoid

tripping over the other practitioners.




ADVOCACY*

~ Everyone has needs and desires. Some of them are practical, such as
food, clothing, housing, and education. Others, such as recreation, friend-
ship, and love, are emotional. People in our society are guaranteed the right
to pursue these needs and desires. They are likewise granted various legal
rights. Persons with developmental special needs have these same rights, as
well as other specific rights (see module on Legal Rights for Clients).

Most rights-are not self-enforcing. People must be aware of their rights,
and in some cases insist on them. In complex matters, though, many people have
difficulty in exercising their rights. Other persons are so impaired or dis-
advantaged that they cannot exercise their rights in even simple, day-to-day
matters and cannot effectively represent their own interests. In these
situations they need someone to speak up for them, to represent their rights
and interests. This process of speaking up for another person is what advocacy
is all about. And Advocacy is what this module is all about.

The concept of advocacy is by no means new. Throughout history, people
have acted individually and through organizations to plead their own causes
and those of others and to protect the rights and interests of persons unable -
to do so for themselves. In recent years, though, out of the growing concern
for human and civil rights and u4n increasing awareness of the worth and dig-
nity of all individuals, there has been an increase in advocacy movements for
disadvantaged people. Persons with developmental special needs have benefited
from advocacy. Advocacy helps make the principles of normalization work.

It ensures that the rights of people with developmental special needs are not
denied to them or ignored.

This module deals with. the rolé of advocacy in the lives of persons with
developmental special needs and with the nature of this advocacy--what it is,
how it works, who is doing it. It also provides examples and exercises to
assist the reader when he/she finds himself/herself in an advocacy role.

Definitions

Advocacy is commonly thought of as a legal process. But it usually
doesn't involve lawyers or courts. Individuals, organizations, and agencies
all play advocacy roles. The Center on Human Policy, a leading advocate in
promoting the rights of people with disabilities, offers a very simple ex-
planation of the term.

"Advocacy 1is the independent movement of consumers
and their allies to monitor and change human services."

This definition has several important components. It is "independent" mean-
ing it is usually best done from outside of human services. "Movement"
implies a goal orientation. '"Consumers" are the people directly affected,
and it only makes sense that they play a key role in promoting changes that

*Chapter from The Advocate Resource Manual, developed by Nebraska Advocacy
Services, Lincoln, Nebraska. :
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likewise affect them. "Allies" include family, friends and professionals
who are willing to share at a gut level, the consumer's anger, sense of
injustice, and commitment to change. ) '

There are several different types of advocacy which play an important
, role in the lives of people with developmental disabilities. The following
are some of the most common types.

1. Self-advocacy refers to an individual speaking for himself/herself.
This 1s the most basic and desirable form of advocacy. Every effort
should be made to assist individuals to speak for themselves when-
ever possible. For example, a person should say for himself/herself,
"You gave me the wrong change."

2. Citizen advocacy is a concerned volunteer representing the interests
of a friend with a developmental special need. The volunteer is
recruited, screened, matched, and supported by a citizen advocacy
office. For example, the citizen advocate can say, "My friend has
been on the waiting list for your program too long. What can you
do about it?" :

3. Systems advocacy 1s a process of bringing about changes in social and
political systems that will make agencies and institutions more res- -
ponsive to the needs of people with disabilities. It may be done by
paid agency personnel, trainers, paralegals, organizations formed by
consumers, parents and just about anyone who 1s concerned about the
rights and interests of people with disabilities. For example, a »
person acting as a systems advocate may say, "My.client appeals your ‘

decision to reduce his SSI benefits," or "My client isn't getting
the help she needs from your agency."

4. Legal advocacy 1s an attorney representing a client in litigation,
legal proceedings, or other legal matters. For example, the legal
advocate might say, "I would like to file a writ of habeas corpus
on behalf of my client." It may also involve court litigation on
behalf of whole classes of people to remedy systemwide problems.
"Rights to education" and "right to treatment' lawsuits are examples
of class action legal advocacy.

5. Legislative advocacy is the reform of laws, rules, and regulations
on behalf of people with disabilities. Involvement in the legisla-
tive process ranges from writing letters to public lobbying. A
legislative advocate may say, ""The passage of this law will enable
people with disabilities to vote in neighborhood polling places and
will encourage election commissioners to make them accessible to the
entire public."

Advocacy 1s more than just speaking for another in order to bring about,
changes or to overcome barriers so that human needs and desires can be met.
Speaking for another is often routine, but it can also be intense and cause
disruptions. In general, advocacy occurs at the following levels:

1. Most advocacy occurs at a nonintrusive level. It is advocacy that
seeks only to secure equity, due process, or what 1s fair and just
for all people. It might involve giving information, or explaining .
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or interpreting a problem. This kind of advocacy should not be
disturbing to the social order. For example, a care-giver informs
the municipal bus company that a large facility for handicapped
persons has opened on an existing bus route but that there is no
bus stop near the facility. HEe/she requests that a bus stop be es-
tablished nearby for the large number of residents who will use the

bus dailv.

2. The second level of advocacy is characterized as intrusive on the
social order. It seeks compensatory treatment or justice. Advocacy
at this level is seeking special consideration that requires some
change and disruption. For example, children with mental retardation
need more, not less, education than normal children. All agencies
serving persons with developmental special needs may pressure the bus
company to give a special discount to persons with handicaps. Since
they have less money and must depend on public transportation, they
should have to yay less. This will require that the company risk
losing revenue.

3. The final and most intense level of advocacy is termed "disruptive."
Advocacy seldom occurs at this level, but when it does, it seeks
strong corrective action to right previous wrongs. It causes major
changes in social order and creates disruption for many people. Class
action litigation is often at the disruptive level, but some personal
advocacy can also occur at this level.

A coalition of groups representing handicapped persons, for example, might
sue the municipal transportation district to put lifts on every bus. This would
make the buses accessible to the handicapped, but it might also mean fewer buses,
money shifted from other programs to remodel buses, unemployed bus drivers, and
it might lead to higher bus fares and taxes.

Regardless of the type of advocacy or at what level it occurs, three con-
ditions must be met for the advocacy to be successful.

1. Strong,Commitment. There are many ways of helping people. One way
is to impose what you think is "best for the client." This is the
typical approach of bureaucracies, especially of those human service
systems that employ large numbers of professionals.

Another way of "helping' people is through charity. We use charity
to provide relief of suffering and to express compassion. But there
are problems with charity: charity often creates dependency by the
victim; charity also communicates pity rather than sharing anger;
charity can romanticize the victim as a "holy innocent," "angel," or
"pathetic soul" rather than treating the victim as an equal as a
friend; charity sometimes relieves suffering but usually does not
alter the conditions that create the hardships.

A third way of helping people is to become an ally. These are the
qualities of an ally as compared to those of the "charitable" person.*

*

Obviously, we are not proposing that the ally and charitable person are al-
ways S0 very opposite or that people actually fulfill either role in exactly
the manner presented here. Rather, our purpose is simply to suggest the basic
qualities of these two types of "helpers."

3y
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e The charitable person keeps the victim dependent and creates or main-
tains the structures of dependency.

e The ally will identify and help to free the victim from dependency.

e The charitable person does not alter the victim's persistent need
for help. The victim must depend on- the continued good will of the
charitable.

® The ally helps the oppréssed person become independent and self
reliant.

e The charitable person has his or her own view of what the victim
must feel.

e The ally understands the victim's experiences through the victim's
own words.

® The charitable person pities the victim.
e The ally treats the victim as an ally in change. The ally does not
pity the victim but rather shares an anger about victimizing cir-

cumstances.

® The charitablé person thinks the victim's suffering comes from the
result of accident or fate or some fault within the victim.

e The ally blames social forces as the cause of the victim's oppression.

e The charitable person expécts the victim-to change.

e The ally works with the victim. The ally takes mutual risks and
experiences change also. '

® The charitable person has a plan for the victim. The victim is not
a peer. The charitable person must be thanked.

® The ally and victim strategize together, mutually.
® The charitable person has easy access to the bureaucracies.

- e The ally has little access to the bureaucracy because the ally is a
threat to the person with power.

® The charitable person maintains friendships with the officials who,
whether purposely or inadvertently, create the circumstances of
victimization.

e The ally cannot maintain a close relationship with the victimizer.

2. Variety of Skills. Second, an advocate must have a variety of skills
in order to carry out advocacy strategies. The most important are
assertive skills that facilitate communication and action. The
ability to solve problems, knowledge of resources, and an understanding ‘

of the needs of persons with developmental special needs are also
important.
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3. Legitimacy. Finally a certain degree of legitimacy is required
when speaking up for another. Sometimes this legitimacy is ac-
quired through a legal basis, such as that of an attorney, parent,
legal guardian, or case manager. The approval of the person in
need also serves to legitimize the advocate. Legitimacy also means
the right to speak for another's interests. For example, the
president of a company would not be seen as a legitimate spokesman
for the workers on the assembly line. Advocates must share the
interests of the persons for whom they are speaking.

Let's now look at how advocacy works. Although much depends on the specific
situation, there are some common elements in advocacy processes and some
general guidelines that can help a person be a more effective advo-ate.

Advocacy can be viewed as having six primary'elements:

1. Cldent: a person or group of persons who need someone to speak
with them or for them. '

2. Issue: a specific issue, problem, injury, or barrier that the
client needs assistance to change or overcome.

3. Target: an individual, agency, organization, or source that can
provide the remedy to the problem or redress for the injury, or that
‘can remove the barrier. The target may or may not be aware of the
problem. In any case, without intervention the problem will remain.

4. Advocate: a person or group of persons who can and will act for’
client's best interests. There must be a minimum of conflict bet-
ween the interests of the clients and the other interests affect-
ing the advocate. The advocate may be the same as the client.

5.  Outcome: a desired solution to the issue.

6. Action: a strategy that the advocate can use against the target
that will lead to the desired outcome for the client.

With these six elements in mind, let's look at the steps one might follow
when acting in an advocacy role.

Steps in Advocacy

1. Awareness. You must first recognize that a problem exists. This
awareness often develops from observing what is missing in the lives
of persons with developmental special needs. lListening carefully to
what clients are asking for is another good way to become aware of
what should be.

There is no set pattern for initiating advocacy programs, since so
much depends on the advocacy level, the desired outcome, the skill
of the advocate, and the general circumstances of the day. There
is, however, a series of standard questions that can serve as a
general outline and that offers the best possibility of success.
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What 1is being suggested is ‘that before you become involved in con-

fusing peoples' lives (especially your own), some forethought might
be beneficial.

Commitment: Awareness has to be followed by a commitment to do some-

thing about the problem. The first question that must be answered is,
"Are you so confronted by this need that you want to get involved
personally?" Then, "Are you the right person? Could this person
speak up for himself/herself? Is there someone more appropriate than
you-—the parent, guardian, or caseworker? Do you have any other
interests that might conflict with those of the person in need? What
will be the costs to you in time and money? Will there be some other
human costs that you will be willing to pay?" ’

Information. Before moving on, homework is necessary. You must

gather all the relevant information about the problem. What is the
specific issue? Why does this problem persist? What is the desired
solution? Who can do something about it? What are the relevant
laws, regulations, policies? Who determines them? What are the
alternative solutions? What has been tried in the past? If you
fail, what happens to the person you are speaking for? Without ac-
curate and sufficient information, the best of intentions and strong-
est commitment will be of little value.

Some other questions: Where do you get information? From the client, parents,

service providers, agencies, consumer groups, attorneys, other advocacy agencies.

1]

Yow do you get it? Ask, write, interview, telephone, read! What are your
resources and who are your allies? Who is against you?

4.

Skills and Strategy. You've now identified the problem, the desired

solution, and the parties involved. What approach should now be
used? What skills are required to carry it out?

In most instances the approach that is personal, simple, direct, and
uncontroversial is the best. This is particularly true at the non-
intrusive level of advocacy. Sometimes a letter, telephone call, or
conference will be adequate where issues are fairly clear. Other
issues might require group activities, such as letter-writing or
media campaigns, public hearings, and demonstrations. The best
approach might be low-keyed and informal, such as an admission and
discharge hearing in a court of law. The type of approach depends
on the type of issue, the degree of resistance, and the level of
change desired. In any case, it should be the one that has the best
chance of accomplishing the goal the advocate is after.

A skill that is important is the ability to communicate clearly, as-
sertively, and persistently. The ability to persuade, convince,
negotiate, and compromise is also often important in eﬁfective ad-
vocacy. Probably the most important skill is the ability to recognize
your own limitations and get help when you need it. The best

strategy might be to find a more effective advocate.
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Action., When we talk about action, we mean planned activities that

will lead to social cnange. Action causes long-term change in the

structure of human service systems, in human service policies and

practices, and most.importantly, in how people think about problems.

So actions can be oriented toward structural change, policy change,

or educational change. ’ .

But not everything that people do can be considered "action.”" We
should not consider charity a form of actioa, for example, because
charity does not lead to change, whether through structure, policy,
or education. Most forms of clinical assistance to individual
children are noc "actions" in the sense that we have used that term.

-Much of what people do in response to problems and issues such as

labelling, poor;service, no service, and institutional abuse, can be
characterized as "relief of human suffering." When we see people
suffering, we try to respond humanly, with warmth, affection, under-
standing, and commitment; we respond personally to the individual
people who have experienced suffering. Such a human response is
both necessary and morally right, but this individual response is
not action. .
Organizers cannot afford to ignore human suffering. In fact, we

need to develop close friendships with people who have suffered

if we.are to accurately work toward solving their needs. - But "action"
means planning activities that lead to basic changes in how people
think and in how organizations operate. Action is a long-range or
more permanent way of relieving human suffering. It attempts to
alleviate or alter the conditions that cause human suffering. We'll
talk about different action strategies in the next chapter.

Monitor and Evaluation. Follow up and evaluation ‘are also important

aspects of an advocacy plan. Backsliding is common for persons with
disabilities. Victoriles are not final until programs are opera-
tional. You need to know not only when the problem is solved,: but
whether it is going to stay solved, amd tp wjat degree/




PROFESSIONALS CAN BE EEFECTIVE
ADVOCATES * : ,

By Janet Suilivan, .
Social Worker

Being a 'professional" does not have to mean that one serves first the interests

at one's agency or school, and only secondarily, one's clients. Many professionals
view themselves as advocates for their clients first, and employees of a school
or agency second. These persons are 'professional advocates." .

As I discovered, many special education children were being placed exclusivelv

on the grounds of intelligence testing; consequentiy, some, whose problems were not
not uncovered by psychological testing were in need of. services which were not
pr-wvided (problem recognition). I checked this situation with my do—gpcial

worker and found that it existed in other schools (concurrence on the problem).
Together, we talked with many school persons and parents at all levels and

found many of them equally ‘concerned add willing to Seek some improved process for
placing special education children (broadening the base of concern) We talked
with our district superintendent and secured permission to survey the district's
special education classes (developing statistical proof of need for change).

The results of the suray were presented to the principals in the district
(broadening the base of support for change).

By this time, we felt that there was strong support for movement on the problem;’ .
therefore, we organized and conducted a workshop on special education procedures
with the District's Administrators, Psychologists, Nurses, Speech Clinicians,

"Social Workers and representatives of other disciplines servicing the schools

(educating involved persons about possible new directions). At the workshop Lo
everyone was encouraged to give their ideas about improving services to special
education children (establishing a democratic method of solution-finding).

The idea of staffing children into placements emerged as a common goal
(concurrence on a solution). A recommendation was madé at the workshop that

a multi-disciplinary committee be formed to develpp staffing procedures

for placing special education children (formalizing a problem-solving process).
This committee was established by, the Social Workers with the permission of the
District Superintendent (acting immediately on the suggestion). It continued to
meet until a staffing policy was written and implemented in the district,
(perserving until solution implementation occurred).

Organization principles. which undergirded this successful actiou:
\ -

1. Establishing clear’ open communication and mutyal support between the
two Social Workers serving the district. If thére had been competi-
tion or criticism between persons of the same discipline, .they would
not have moved beyond themselves to effect .any signifjcant changes
in the schools. d ‘ K

,
<

* Adapted from How to Get Services By Being Assertive by the Coordinating
Council for Handicapped Children.

. . ’ lll/2
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@. Goncurring on the problem area. The Social Workers checked with others.
before #nitiating action in order to insure common recognltlon of.the
; problem and support for change. N i
]
3. ‘Broadening thé base of concern. Before moving to a solution (which
might not meet with wide—spreaorhupporL), the SQc1al Workers talked
with many persons, chus building concern.

4. Developing statfistical proof of the need fordohange. The Social Workers
documented the need for ar improved placement procedure to influence —
those who might still question the need for change.

5. Educating persons'regarding possible new directions. Sensing a readiness
for action, the Social Workers developed a means of bringing awaréness to
school pérsonnel about varlous4ways of solving the problem,.

6. Establishiggﬁa democratic base for solution fiading. By allowing input
for solutions, the Social Workers built enthusiasm and commitment to
solution finding and solution implementation.

-~

7. Concurring on a solution. Through skillful group work, agreememt upon
a solution was secured before the workshop dispersed.

8. Formalizing a problem solving process. Through skillful organizing, a
formal means of implementing a solution was agreed upon ‘before the work-
shop dispersed.

e
"~ L T
9. Acting immediately on a suggestion. Before enthusiasm waned, the Social
Workers moved to establish the suggested committee.
10. Persevering until solution implementation occurred. The Social Workers
became group workers in the committee to facilitate movement through a

maze. of personal and professional corcerns toward solution implementation.

A key word in this whole process was flexibility, both in the role of the Social
Worker and in the strategizing. As is apparent, the Social Worker moved from a
position of case worker to researcher to organizer to group worker. The Social
Worker maintained openness to advice from persons at all levels and was willing to
change direction when a proposed strategy was denied or thought unw'se.

By utilizing knowledge of organizing principles, forming a close coalition with
co-workers and constantly communicating with and supporting the administrator,
the school Social Worker was able to move from a position ef problem-recognition
to a position of influencing policy-making. The process was long, taking al-
most four years, but the effect was improvement in services to the special ‘edu-
cation children in her district which included twenty-seven schools and eleven
thousand, five-hundred children.

"This type of service can be and has been given by School So-ial Workers who
take seriously their opportunity and obligation to influence decision-making pro-
cesses for the betterment of children.

How can parents help professionals become effective advocates? Janet Sullivan
advises as follows:

S

Ity -
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Professional advocates frequently need support in order to effect changes in

_ their agencies or schools. Parents can provide this by:
.

1. Attending meetings- that a professional advocate organizes

2. Testifying for or writing letters for the advocate if his/her position
is even called into question, and

3. Maintaining a regular exchange of information with a professional ad-
vocate to be’constantly aware of the occurances within the agency.

The most significant changes occur in bureaucracies when a committed group of
persons, from within and also outside of the bureaucracy, form a coalition to
effect positive changes. Professional advocates need parents and consumers, and
parents and consumers need professionals. .




| ADVOCACY 1S ...
. . ‘ ADVOCACY IS NOT

ADVOCACY IS:

helping paren’s help ‘themselves.

building confidence so parents are able to help themselves.
supporting efforts towards independence.

providing necessary tools for appropriate decisions and appropriate
action.

5 informing parents of their rights.

6. helping parents get their rights.

7 analyzing a problem and pinpointing areas of responsibility.

8. stating options available to resolve a problem.

9. providing technical assistance and training.
10

11

N

providing. assistance in locating appropriate services.
.referring to appropriate agencies.

12. lobbying for necessary legislation.

13. agitating to get legislation implemented.

1l4. organizing for change.

15. initiating new services.

16. 1investigating grievances.

17. following up on complaints.

18. going to court when other avenues have failed to get results.

' 19. bringing parents and groups together for mutual support and action
20. advocating and/or interceding on behalf of parents on ly when they are
‘ unable to help themselves.
21. a partnership with parents, with mutual sharing of iqformatlon, tasks,

~

and action.

ADVOCACY IS NOT:

1. taking over a parent's life (or problem) and making all decisions for
him/her.

2. squelching efforts of self-help.

3. reinforcing feelings of helplessness and dependence.

4. keeping parents in the dark while doing everything for them.

5. keeping parents uninformed about their rights, so they will have to
rely on the advocate for everything.

6. discouraging parents from becoming activists.

7. making excuses for unavailability or inadequacy of services.

8. making decisions for parents.

9. <ontrolling parents.

100,  persuading parents to accept "make do" services

11. clesing the door to parents because '"there's nothing I can do to help.
12, keeping "hands off'" of politics.

13, accepting the status quo when legislation is not implemented.

14, “seeking individual solutions to group problems.

15. accepting unavailability and inadequacy of services.

16. denving existence of problems reported.

"

“ 17. dropping a complain: after initial contact.
- 18, f{filing a lawsuit as the first approach to a problei.
19. working oniy witn individuals when others share a mutual problem.

20. Interceding on behalf of parents who can help themselves.
21, a parent/child relationship.




THE ROLE OF PARENT GROUPS *

"1 sometimes feel so alone as a parent. And I feel so
overwhelmed when I'm dealing with bureaucracies. Am I
the only parent who's going through this? »

Local parent groups can assist parents cope with their concerns and
problems in dealing with their handicapped children. Additionally, they
can help parents become assertive by providing the information and
support they need to obtain services for their children.

A PARENT GROUP CAN:

1. Let parents know they are not alone with the problems they are
experiencing in getting services for their child.

2. Inform them of their rights under the Education for All Handicapped
Children Act ( P.L. 94-142 ) and Section 504 of the Rehabilitation
Act of 1973,

3. Help them prepare for a staffing, IEP meeting, due process hearing,
and other special education meetings.

4. Help them rehearse their presentations when negotiating for services
for their child.

5. Provide support at staffings, IEP meetings, Due Process Hearings, and
other special education meetings.

6. Help them lobby for more services, when the service their child needs
does not exist.

7. Provide the emotional support and self-confidence_they need to be
effectively assertive and obtain their rights.

8. Help them file complaints with the U.S. Department of
Education, the U.S. Office of Civil Rights, when services required
by P.L. 94-142 and Section 504 are not being provided; or there is
evidence that these laws are being violated in any way.

9. Negotiate with bureaucracies to rectify problems shared by the group.

10. Provide opportunities to share experiences, coping skills, negotiating
skills and advocacy skills with other parents.

11. Organize and participate in coalitions to ieach mutual goals.

X
B

»

* Adapted from How To Get Services by Being Assertive by the Coordinating

Council for Handicapped Children.
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PARENTS CAN BECOME INVOLVED IN A PARENT GROUP AND/OR MEET OTHER PARENTS BY: ’
1, Contacting your local chapter of the:

a. Association for Retarded Citizens

b. Association for Citizens with Learning Disabilities
c. Parents of The Hearing Imparied

d. Parents of the Blind

e, United Cerebral Palsy

f. Spina Bifida Association

g. Society for Autistic Children

h. -National Alliance for the Mentally Ill

For names and addresses of these parent groups:

a, Consult the Appendix
b, Contact CLOSER LOOK, BOX 1492, Washington, D.C. 20013

If there are no appropriate parent organizations in your area, ORGANIZE ONE.
Follow steps outlined in HOW TO ORGANIZE AN EFFECTIVE PARENT/ADVOCACY GROUP
AND MOVE BUREAUCRACIES, published by The Coordinating Council for Handi-

capped Children, 407 S, Dearborn St., Room 1075, Chicago, I11., 60605,




SYSTEMS CHANGE ADVOCACY
By Marie L. Moore

Advocacy is defined as insuring disabled persons their rights to appropriate
services. The process of advocacy includes finding, accessing, and develop-
ing such services at the time and in the plaqe they are needed.

The advocacy process is especially difficult; however, when the needs are

multiple. And it is particularly acute when families of 'Hsabled persons
are from low-income and minority groups. |

The United Cerebral Palsy Association's National Advocacy Project, launched
in July, 1972, under a grant from HEW, set out to develop and ménitor models
of advocacy in UCP affiliates. Inherent in each model has been the establish-
ment of an advocacy advisory council, composed of consumers, volunteers, and
professionals, and the employment of an advocacy coordinator. Together, they

-work across-the-board in affiliate programs and in the community, intervening

on behalf of persons with developmental disabilities. Intervention here means
bringing about changes that remedy the problems of not just one person, but
all persons in the present and future who may have similar problems.

Class advocacy has included the following approaches: 1) Initiating, influenc-
ing, and monitoring legislation affecting the developmentally disabled; 2)
Using a systems analysis approach, identifying services needed and/or changes
sought in the service delivery system from the consumer's perspective; 3)
Initiating, influencing, and assisting in the development of new services; and
4) Promoting the active involvement of a diversity of consumers (disabled
adults and parents of disabled children) in the planning, policy-making, ard
monitoring of services at state, county, and local levels.

Other approaches used in class advocacy include: 5) Providing technical

assistance to established consumer actian groups in the use of appeal pro-
cedures, the development of action strategies, and similar activities; and
6) Using community organization processes to develop better communication

- and cooperation among agencies, organizations, and consumer groups involved

in community planning.

Case advocacy approaches have included: 1) Providing informatiamn, training,
and technical assistance to case management and personnel working for UCP
affiliates and other agencies in order to expand their advocacy role and
function; 2) Conducting an ombudsman program for a disabled person following
the report of a grievance, by investigating, interceding, or initiating
action on his/her behalf; and 3) Locating appropriate legal services for
consumers or groups of consumers, and providing information that will assist
legal service professionals in negotiation or litigation.

In each model location, specific target populations have been identified.
These have included very young parents and their children, persons fxom.ethnic
minority groups, persons residing in state institutions, and those separated

from services because of location in rural, inner city, or other is-lated
areas.
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Initially three model sites were selected. These were New York State, San
Mateo and Santa Clara Counties in California, and Milwaukee, Wisconsin.
Three replication sites were then chosen: 1Illinois, Rhode Island, and the
Greater Kansas City area. The UCP affiliates in these areas represent
diverse geographic and population profiles, varying patterns of service
delivery and availability, and unique patterns of programming services for
the disabled.

Projects Result in Many Changes

Various systems changes have resulted from UCP involvement in these project
sites. For example, project efforts in San Mateo and Santa Clara Counties
resulted in the establishment of a parent coalition group - Parents for
Improved Community Services (PICS). This group was originally organized

to address a grievance involving the exclusion of one severely disabled
child in one county school system. However, it was necessary for the parent
group to use a state statute which mandated a grievance procedure that had
never been detailed, much less implemented.

With the assistance of the advocacy coordinator, the parent group designed

. a grievance procedure which is now considered a model for the entire state
of California. Under this statute and using this appeal process, PICS was
able to win this case, and obtain educational programming not only for the
child in question, but also for 30 other children in the county. The parent
group continues to monitor the quality of educational services for these 30
children, and counsel other providers of services as well.

Another example of systems change occurred in New York State, where volunteers,
consumers, and UCP staff organized a statewide citizens' group to develop
legislative proposals and communicate with their legislative representatives
regarding the needs of the developmentally disabled. Project efforts have
also facilitated new programs for disabled children in rural areas of the
state and alternative living arrangements for former residents of state
institutions.

In Milwaukee, project efforts included a follow-up survey of high risk infants
in 250 families, most of whose cases were not followed after discharge from ¢~
the Milwaukee County High Risk Infant Nursery. Findings from this survey
resulted in county and state funds to improve follow-up services by the

High Risk Nursery.

In addition, through information gathered in the project's ombudsman program,
a grantewas written and state funds obtained for legal services for the
developmentally disabled. These services are currently being offered through
Milwaukee Legal Services. -

As a voluntary agency conducting an advocacy project in several locations
throughout the country, UCPA has found that advocacy, in order to be effective,
requires linkage of many advocacy systems. Advocacy 1is a process which
reaches and teaches consumers, works to change the service delivery systems
when necessary, and cements the relationship between persons who are disabled,
their families, and the agencies mandated or committed to provide services.
This process requires the help and input of all concerned.




ADVOCACY PROGRAMS FOR THE DISABLED

Type Purpose Responsible Organization
Case Advocacy
A. Citizen Advocate | A. One-to-one relationship A. Citizen Advocacy

Ombudsman

Legal Advocate

Case Manager
Advocate

Protective
Services

between a capable volun-
teer and a person who is
disabled in which the
volunteer advocates for
the rights and interests
of the other, and pro-
vides practical or emo-
tional reinforcement for
him.

One who acts =as an advo-
cate for a disabled indi-
vidual following the
report of a grievance, by
investigating, interced-
ing or initiating action
on his/her behalf.

One who represents a
person in the litigation
or legal negotiation
process when rights are
threatened or violated.

One who assists the indi-
vidual in information,:
referral, follow-along
*services, and serves as
an advocate when there
are barriers to the ger-
vice delivery system.

A service mandated by
legislation which pro-
vides guardianship,
trusteeship - and other
advocacy services.

Board operated by
a private associ-
ation or agency.

B. Private - Advocacy
Council or Commit-
tee operated by a
private organization
or association.
Public - State Human
Rights Commission.

C. None, unless in an
agency setting.

D. Public or private
agencies. ’

E. State government
board or council.

Aata ¥
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ADVOCACY PROGRAMS FOR THE DISABLED

Type

Purpose

Responsible Organization

Class Advocacy

A. Legislative
Advocacy

B. Community
Organization
Advocacy

C. Program
Brokerage

D. Protective
Services

E. Consumer
Action
Advocacy

A. Using the legislative
process to mandate
change in the social
system in order to
secure the rights of
the disabled.

B. Using the community
organization process
to develop better com-
munication among agen-
cies serving the disa-
bled; to assist in the
development of coopera-
tive or coalition efforts
on behalf of the disabled
by public and private
providers of service, and
by consumers. '

C. Service development and
program expansion by
eliminating barriers which
obstruct program develop-
ment, and combining
resources.

D. A service mandated by
legislation which pro-
vides guardianship,
trusteeship, and other
advocacy services.

E. Groups of parents or
adults who are disabled
that act as pressure
groups or influencing
groups and advocate for
desired change.

A. Representatives of
consumer organizations
at local, state, and
national levels.

B. Community or state-
wide planning groups,
or consumer advocate
groups whose member-
ship includes consumers
or consumer represen-
tatives.

C. Consumer representa-
tive organization
working in cooperation
with governmental and
private agencies.

D. State government board

or council.

E. Independent organiza-
tions; groups associated
with consumer represen-
tative organizations.
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HOW DO YOU CHANGE ATTITUDES?
Attitudes toward disabled people have been around a long time — unfor-

tunately, mostly based on ignorance and lack of experience. As we get to
know each other better, old awkward and negative feelings will change. In
the meantime, it nelps to know where to turn for information on how disabled
people can and do get along in the world, on their own — with adaptat1ons
and adjustments that can help them live fully.

Most disability related national organizations have educational litera-
ture and good suggestions that can help make mainstreaming work for disabled
people. Parent groups, too, have long been involved in helping to eliminate
fear and ignorance concerning specific disabilities. In addition, several
national groups dedicate their entire effort to educating society to the abili-

ties and needs of people with disabiiities. The following have materials that
‘ can help to change attitudes and heighten awareness of what disabilities are
all about.

CENTER ON HUMAN POLICY
Syracuse University

216 Ostrom Avenue
Syracuse, Mew York 13210

This center is an advocacy and research organization involved
in the national movement to insure the rights of people with
disabilities. Write for their listing of publications and
slide shows.

COUNCIL FOR EXCEPTIONAL CHILDREN
1920 Association Drive
Reston, Virginia 22091

Teachers and other professionals (and parents, too) who work
with handicapped children may turn to this organization for
publications,. computer literature searches, and topical biblio-
graphies, including one on attitudes toward handicapped persons.
A new workshg manual called EVERYBODY COUNTS! can be used as

1 for awareness programs for schools and other .

a teaching t
groups.




DISABILITY INFORM:TION CENTER
University of Southern Maine
246 Deering Avenue

Portland, Maine 04102

This center stems from a 1977 update of a study of the needs of
disabled people in Maine. As a result of the literature search, an
extensive collection of publications exists and may be tapped. A
bibliography of these materials, THE DISABLED AND RELATED NEEDS
AREAS, is available. A film index, DISABILITY ATTITUDES, is alsc
available for a small fee.

HANDICAPPED LEARNER MATERIALS DISTRIBUTION CENTER
Audio-Visual Center

Indiana University

Bloomington, Indiana 47405

Films, kits, games, and adaptive devices may be borrowed from
this center. Films are available on a loan basis, with the
borrower paying returj postage. Eligibility requirements and
a materials catalog will be sent upon request.

MAINSTREAM, INC.
1200 15th Street, N.W.
Washington, D.C. 20005

With employment, education, and other civil rights of handi-
capped people as its aim, Mainstream conducts conferences
nationally and operates other information programs on affir-
mative action for disabled people. Their toll-free hotline,
800-424-8089, concentrates on federal laws affecting disabled
people, especially Sections 503 and 504 of the 1973 Rehabili-
tation Act. Write for their publications 1ist and for sub-
scription information for their bimonthly newsletter, IN THE
MAINSTREAM.

THE PRESIDENT'S COMMITTEE ON EMPLOYMENT OF fHE HANDICAPPED
1111 20th Street, N.W.
Washington, D.C. 20210

With job training and employment for disabled people as their
first concern, PCEH strives to create greater conmunity accep-
tance of persons with special needs. A publications list and
film list are available — alsc a monthly magazine, DISABLED USA.

REHABFILM

International Rehabilitation Film Review Library
20 West 40th Street

New York, New York 10018

The library's collection of films may be rented or purchased by
schools, health organizations, and hospitals for training and
public awareness purposes. They publish INTERNATIONAL REHABILI-
TATION FILM REVIEW CATALOGUE and the REHABFILM newsletter, which
is devoted to the media and handicapped persons.

\




REGIONAL REHABILITATION RESEARCH INSTITUTE ON ATTITUDINAL, LEGAL,
AND LEISURE BARRIERS

George Washington University

1828 L Street, N.W., Suite 704

Washington, D.C. 20036

The institute‘s research activities have resulted in a lively
series of booklets, each focusing on a different set of atti-
tudinal barriers. Materials are produced for both rehabilita-
tion professionals and for the general public. Their* free
publications list includes ATTITUDES AND DISABILITY: A SELECTED
ANNOTATED BIBLIOGRAPHY, 1975-77.

35..
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- RECOMMENDED READINGS ON ADVOCACY

‘ Advocacy for the Mentally Retarded-Book 1 Community Organization, Bernstein, Jack
Book 2 Strategies for Problem Solving, Book 3, Advocacy for Clarke, Brenda
the Mentally Retarded ‘ Collins, Leslie

1

Three books with practical information on affecting change at various societal
and governmental levels, for persons who are mentally retarded. Book 1 provides
basic information on how to establish an effective advocacy committee td advocate
for persons who are mentally retarded. Book 2 contains helpful strategies in
advocating for persons who are mentally retarded. Book 3 provides technical
information necessary to mount a public relations campaign based on local
achievements and problems. 25, 27, and 44 pp.

An Advocacy Manual for Parents of Handicapped .Children McCraven, Carol

-

A practical guide for parents which explains a variety, of benefits available

for handicapped children, including information on social security, vocational
rehabilitation, training, and education services. Additionally, the book .
describes methods by which to assure that the state is providing the services , “
1t should 46 PP. Fa ‘

Advocacy Systems for Persons with Developmental Disabilities Bauconm, Linda;
Bernsberg, Gerarq

Consists of combined proceedings and five issue papers on the

concept of advocacy including legislative history and the planning and evaluation

of advocacy systems. Various components of an effective protection and. advocacy
‘ system are discussed including legal, citizen, case management, and systems

advocacy. 279 pp. .

Let Our Children Go Biklen, Douglas

Describes how parants of children with disabilities, and their allies, can fight
for their own needs and rights. Advocacy means meving bureaucracies. The basic
steps to successful organizing.

Thinking, Learning, Doing Advocacy Dickman, Irving R.

Explains the work done by the UCP National Advocacy Project, and the strategies
that were implemented in changing various systems to be more responsive to the
needs of persons with developmental disabilities 128 pp.

Negotiation: A Tool for Change Taylor, Steven

A paper that is designed to enable consumers, parents, and advocates to negotiate
effectively. Especially useful when two groups with conflicting interests meet
to discuss the issues between them. It introduces ideas in the following
areas: approaches, preparation strategies for effective negotiation and
follow up.

.Planﬁigg Effective Advocacy Programs American ‘Coalition of Citizens with
Disabilities Bowe, Frank and
Williams, John

’

This book offers some guidelimes~
. for enhencing the capabilities of ;
existing organizations and ensuring the effectiveness of new ones. The goal in
publishing this book is to help disabled people throughout the nation to help

Qo ‘7 Egt’g. ‘
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themselves more, and with less frustration, through:the creation of truly
successful advocacy programs. 61 pp.

Advocacy - assertiveness - for parents
Parents Speak Out Turnbull, H. Rutherford III & Turnbull, Ann P.

This book is about professional who are parents. It is for professionals, both
those who are and are not parents, and for parents who find that the average
professiongl seldom sees their children and their problems from their point of
view. The problem confronted is the presence of a handicapped child or adult
in the family of thHe professional. The reactions discussed are personal, the
people are, real as well as their difficulties. 210 pp. -

Advancing Your Citizenship: An Advocacy Manual for Persons

With Disabilities Crosson, Anita; Browning, Philip; Kramps, Robert E.

, %

" The purpose of this manual is to assist disabled people and their advocates in

further exercising their rights under the law. The first section introduces the
reader to the three major pieces of federal legislation pertaining to handicapped

individuals. The second sectiom overviews specific mechanisms which can be

used in implementing these rights, while the final section is a demonstration
of the application of these rights and mechanisms.
4 ’

How to Tet Services by Being Assertive Coordinating Council for Handicapped

Children

-

The céngehts of this handbook are based on thousands of calls, letters, and per-
sonal contacts with parents of handicapped children during the Coordinating
Council's ten-year existence. The assertiveness training exercise and other -

‘techniques described in this book were developed--and used successfully by

the Coordinating Council in direct response to these parent complaints.

k\’_




ALLIED HEALTH CHILD-FIND AND ADVOCACY .FROJECT

ANNOTATED BIBLIOGRAPHY

Attitudes and Feelings

Simon, S., et. al., Values Clarification. New York: A & W Visual Library, 1978.

A book filled with exercises designed to help its readers identify hidden
and overt feelings. A good tool for developing various simulations,

General

President‘'s Committee on Employment of the Handicapped: A Handbook on the
Legal Rights of nandicagped People, Washington, DC.

This is a pamphlet which covers. general legislation on lrchitectual barriers,

benefits, civil rights, education, employment, hospitals, housing insurance; N
ete. ’ Material is presented in factual abbreviated manner.
[
Law

Meyan, E., Basic Readings in the Study of Exceptional Chfldren and Youth.
Denver: Love Publishing Co., 1979.

Textbook which offers clear and simple explanation of P.L. 94-142 as it
involves concepts like L.R.E. and I.P.E, and Mainstreaming.

Parent

Buscaglia, L., The Disabled and Their Parents: A Counseling Challenge.
Thorofare, N.J.: Charles B. Slack, Inc., 1975.

L
A beautiful.book written in enchanting "Buscaglian" language and useful
to anyone working on any level with the disabled and their families.

Seligman, M., Strategies for Helping Parents of Exceptional Children.
New York: MacMillan Publishing Co. 1978.

Although dé%igned primarily for teachers there is a very useful and clear intro-
duction to the family dynamics involving the exceptional child in the family,

SMA/cs
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DD RIGHTS CENTER PUBLICATIONS

DD Rights Center
20

. The DD Rights Center of thé\Mental Health Law Project and the Center on Human

" Policy is a legal and advocfcy backup project funded by the federal Bureau of
cevelopmental Disabilities{ which provides assistance to protection and advocacy
systems in the following ates: Alabama, Alaska, Arkansas, Colorado, Florida,
Georgia; Idaho, Iowa, KLansas, Kentucky, Louisiana, Mississippi, Missouri, Montana,
Jebraska, New Jersey, New Mexico, New York, North Carolina, North Dakota, Oklahoma,
Oregon, Puerto Rico, Sguth Carolina, South Dakota, Tennessee, Texas, Utah, the
Virgin Islands, Washington, and Wyoming.

The DD Rights Center has produced a series of advocacy and legal materials
relating to the rights of persons with developmental disabilities. These materials
are available free of charge to protection and.advocacy agencies in the ebove listed
states and at reproduction, handling, and postage costs to other individuals and
Froups (bulk rates are available on request).

' Publications W - -

A Guide to‘Monitoring¥Besidential Settings by Steven J. Taylor, $3.25.

~ This manual is designed to enable advocates, organizers, and consumers to
monitor residential settings. The manual contains chapters on how to collect public
information, how to observe and record information during visits to facilities, how
to understand case records, Low to sponsor investigations, how to identify gaps in
community services, and how to combine monitoring with other advocacy strategies.

Understanding the Law: An Advocate's Guide to the Law and Developmental Disabilities
by Steven J. Taylor and Douglas Biklen, $3.25.

The purpose of chis manual is to provide consumers and advocates with a bette:
understanding of the law and the legal process. Included in the manual are a
glossary of legal terms, an explanation of the system of laws, an overvicw »f *hr
stages of litigation, info?nation on how to research the law, a discussicn ~f k-
to build a case, and methods for action,

y

"Wegotiation: A Tocl for CUhange" by Steven J. Taylor, $ .35.

This seven-page paper describes basic negotiation strategies and how thoxr
be used to work for change. The paper outlines specific strategies for fi"’*“?x
negotiation, including preparing for and followiig up on negoviatirn ses

~e v
S e
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"Vocational Rights" by Douglas Biklen, Patricia Kennedy, John Mcluire, Jill Viz: r,
and Steven J. Taylor, $ .50.
This papcr contains information for consumers and advncates rn vaemtional

rehabilitation rights. Included are questions and answers on rehabilisn~ti~n i
ccmmon complaints about the vocational rehabilitation system, informati-,

mandates in vocational educatisn, and lists of advocacy crganizati ns,

(over)




‘Observing in Institutions’ by Robert Bogdan and Steven J. Taylor, ¢.50.

This is a zuilde for observing practices and conditions in institutions. The
guide contains a series of questions concerning the physical environment, program--
ming control measures., and other facets of institutional life. -

Cvserving Community Residences by Steven J. Taylor and Robert Bogdan, $.50.

This ecuide ié designed to enablé pcdple to monitor the qﬁality of 1lifec in com-
munity residences scrving people with disabilities. The guide contains a series of
questions relacing’fo,various aspects of community residences.

“Principles of Whistletlowing by Douglas Biklen and Milton Bsker, &.35.

This four-page ﬁaper contains & list of suggestions for “whistleblowers,” staff
and others who want to call public attention to rights violations at servicc agencles.

MAIE CHECKS PAYABLE TO EUMAN POLICY PRESS. ADD.$1.00 FOR SEIPPING.
Send orders to: DD Rights Center
Center on Fuman Policy

21€¢ Ostrom Ave.
Syracuse Y 13210

Ship te: Neme ' _

Address

—— e s o e
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Published with the permission of the National Clearinghouse for Legal
Services, Clearinghouse Review, Vol. XV, No. 4 (Aug./Sept. 1981)

A HEALTH ADVOCATE’S GUIDE TO THE FEDERAL
BUDGET PROCESS

by David F. Chavkin® and Yvette Hutchinson**

I. INTRODUCTION |

In the carly days of health advocacy, nearly the only
tool available to improve access was litigation. As health
advocates became more sophisticated, however, greater reli-
ance was placed on the complementary tools of legislative
and administrative advocacy. Such a multifaceted approach
is often necessary to achieve goals that cannot be won
through Ilugam)n and to protect a;;omphshmcms that have
been won.!

Legislative advocacy has traditionally focused on two
aspects of the legislative process — the authorization process
and the appropriations process. During the authorization
process, new and existing programs are considered by the legis-
lature and sometimes enacted into law. During the appropria-
ions process, these authorized programs are funded up to the
levels set-in the authorization bills.

Recently, a third step has been added to this process.
I his third step is the budget process. Whife its potential is
still relatively unexplored, it may become the most important
step-in the legislative cycle.

importance of the Budget Process

The budget process has a direct effect on authorization
and appropriations bills. An authorization may establish a
positive program for the poor. However, if the "budget does
not permit this programn to be adequately funded, the pro-
gram purpose will not be realized. Even if an appropriations
committee wants to fund a program in an adequate manner,
budget limitations may prevent this from happening. More-
over, a budget limitation may force an authorizing committee
to actually cut back an an existing program in Ordcr to meet
budget requirements. .

The expanded use by Congress of the reconciliation
process? poses even a greater threat to programs-serving the

*Managing Attorney, Washington Ofhice, National Health Law
Prograni. Mr. Chavkin was fonnerly Deputy Director for Program
Developient ol the Office for Civil Righis of the Department of
Health and Human Services. As Deputy Director, Mr. Chavkin was
responsible for developing the OCR budget.

*1 aw Clerk, National Healih | aw Program Ms Hutchinson was a
fegislative assistant to Represeitative l.ouis Stohes and coordinator
of the Health Bran Trust Tor the Congressional Black Caucus.

1. 1he current regudattons of the 1egal Seivices € orpuration perinit
legal services workers tu engage in legislatne advocacy i
response to o tequest lrom a . .. legistative body, commitiee,
or member . {or 1] an chgible client . . . may be affected by
a particular  legislative . . . measure . . . "° 45 C.F.R.
§1612 4(aX1)-(2) (1979). .

2. See text fweoimpanying notes 85 and 86 infra.
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poor. Through reconciliation, Congress can bypass the normal
legislative process to dismantle important social programs.
l.ow-income advocates are often denied an opportunity
under reconciliation to even testify on these programs and
document their value.

Legislative advocacy on the budget therefore rcprcscms

an important adjunct of legislative advocacy in other areas.

As discussed in this article there are many opportunities for
health advocates 1o influence this process. Just as advocates
would no longer limit themselves to litigation in representing
the interests of low-income patients, so budget advocacy
should not be neglected in engagmg in legislative advocacy
generally.

Il. HISTORICAL EVOLUTION OF THE BUDGET
PROCESS

The United States Constitution .

The basis of congressional authority over federal
expenditures is Article I, Section 8 of the United States Con-
stitution. This section provides that:

The Congress shall have Power . . . to pay the Debts
and provide for the common Defence and general
Welfare of the United States {and) . . . To make all
Laws which shall be necessary and proper for carfying
into Execution the foregoing Powers and all other
Powers, vested by this Constitution in the Government
of the United States, or in any Departinent or Officer
thereof .}

4

The Constitution further provides:

No Money shall be drawn from the Treasury, but in
Consequence of Appropriations made by Law . . . *

Since only Congress can make laws, only Congress can
authorize the withdrawal of money from the Treasury. Con-
sequently, these clauses have been construed as a limitation
upon the power of the excecutive branch.’

Until 1921
As the United States grew in size and the federal budget
grew in complexity, Congress became less and less able to keep
pace. Initially, revenue and spending bills were referred to the
same committees in each house. In this way, the committees

3. U.S. Consr art. 1, § 8.
4. U.S. ConsT art. 1, §9.
S. Cincinnati Soap Co. v. United States, 301 U.S. 308, 321
(1937); Konote v. United States, 95 U.S. 149, 154 (1877).
CLEARINGHOUSE REVIEW
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could balance revenués and expenditures in considering pro-
posed legislation.

In 1865, responsibility for deternining spending levels -

for all activities in the House was transferred to a new “‘appro-
priations’’ commiltee.® Consideration of spending bills was
the sole responsibility of this committee. Two years later, a
similar committee was established in the Senate.” This division
of responsibility over revenues and expenditures had the effect
of precluding a balancing of outgoing funds with incoming
revenues.

Between 1880 and 1920, power struggles within Con-
gress further fragmentcd budget procedures. While the Appro-
priations Committee« retained jurisdiction over deficiencies®
and 'minor bills, powerful legislative cominittees took over
control of the major spending bills. More than half a dozen of
the legislative committees in each house had some power over
spending policy.® In the absence of a central committee within
Congress, any coordination of federal budget activities was
impossible.

This lack of coordination was not limited to the legis-
lative branch. Prior to 1921, there was no structured executive
budget process. Executive agencies lobbied Congress directly.
In fact, the lack of budget expertise in Congress often led to
noncritical acceptance of the agency recommendations.

. Often these agencies took further advantage of the
unstructured budget process in Congress. By spending their
allocations long before the fiscal year ended, these agencies
would be ‘‘forced’’ to seck supplemental funds from Congress
in order to operate for the balance of the fiscal year. Congress
would then have little choice but to accede.

The Anti-Deficiency Acts of 1905 and 1906 were enacted
«0 curtail this abuse.!” These acts required agencies to appor-
tion their monies throughout the fiscal year based on estimated
expenses. This, it was theorized, would minimize the likelihood
that an agency would find its funds depleted before its altoca-
tion for the following fiseal year was appropriated. Equally
important, Congress viewed the legislation as a means of
reasserting control over the budget process.

Budget and Accounting Act of 1921

In 1921, Congress, instead of continuing its efforts to
reassert congressional control over the budget, took a different
approach. In the Budget and Accounting Act'' Congress
established an executive budget system. Under this system, the
President was charged with the responsibility for preparing
ind submitting to Congress an annual budget.'? This budget

6. See Schick, Rudger Reform [ egislation: Rearganizing Con-
gressional Centers of Fiscal Power, 11 HArv I 1.rcis 303, 106
(1974).

7. 1d .

8. The term “deficiencies’ refers 1o funds which must be appro-
priated ta agencies to replenish funds depleted prior to the end
of the fiscal vear for which they werc appropriated.

9. See Schick. swpra note 6, at 306, n. 1.

10. Act of Mar._ Y, 1905, <h 1484, § 4, 33 Siat. 1258; Act of Feb., 27,
1906, ch. 510, § 3, 3 Srat 27,

tt Budget and Accounting Act of 1921, § 206, ch. 1R, tit. I, 42
Star. 20 (Codilied in svattered sections of 31 t1.5.¢ ),

12 Budget and Acconnting Act, YU S.C§ 1L (1976 & Supp {1
1979)

AUGUST/SEPTEMBER 1981

Q

RIC

PAraiitex: providea by enic i

would set forth recommended spending levels. However,
Congress would still have to enact these levels into law. To
assist the President, Congress also cstablished an executive
budgct office."’ .

Congress also tocok some limited steps to strengthen

its own budget system. The General Accounting Office was .
created to audit the government's accounts.' This office was

also responsible for preparing investigative or analytical reports
at the request of Congress.'* Congress also returned jurisdic-
tion over spending bills to the Appropriations Committees. '
There was still no central committee to assure overall coardi-
nation, however.

Legislative Reorganization Act of 1946

The hope that the Budget and Accounting Act changes
would allow Congress to control the budget effectively proved
to be short lived. The Roosevelt administration had taken an
expansive view of the role of the federal government and the
size of the federal budget had correspondingly increased. In
addition, the executive budget system had not filled the need
of Congress for technical support and coordinated direction.

The congressional response to these shortcomings was
the Legislative Reorganization Act of 1946."” Viewed as a
major piece of legislation,' the act established a Joint Com-
mittee on the Legislative Budget made up of the House Appro-
priations and Ways and Means Committees and (he Senate
Appropriations and Finance Committees.'® This Joint Com-
mittee was given responsibility for devising a legislative
budget to be reported to both houses by February 15 of each
year.?0

Whereas the executive budget represented a summation
of agency budget requests, the legislative budget was designed
to report two recommended figures — the estimated expendi-
tures and the estimated federal receipts.?! The Joint Committee
was also supposed to recorninend a maximum appropriation
for the following fiscal year and a reserve for deficiencies, if
necessary.2?

Proponents of the reorganization effort emphasized the
need for a balanced budget and reductions in public debt and
taxes.2* The Reorganization Act addressed this concern by
requiring Congress to pass a concurrent resolution adopting

13, Budget and Accounting Act, 31 U S .C § 16 (1976 & Supp. 111
1979).

14 3 t1.S.C. 88 41, ST (1976).

1S Id. a1 § 53

16. Rules of the House of Representatives, Rule X1, ¢f. 2 (1973)
(ortginally adopted Tune 1, 1920); Standing Rules of the Senate.
Rule XXV, (<) (197Y) (onginilly adopted Mar 6, 1922)

17. Act of Aug. 2, 1946, ch. 753, 60 Stat. R12 (codilicd m scattered
sections of 2018, Vi 3y, 40 t1S.().

18. See Suws, Federal [egistatron: | he Rode of Congress i Shaping
Incal Policy — The [ evisdative Budeet, 36 Goo 1), 3, 36
(1947).

19 tegislative Reotganizition Act of 1946, ch 783y, g0 I,
§ 118(q), 60 Stat. RY2

200 Id
2t Id
22 1d
2V See Sims, supre note IR, Y8 0
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the budget aad hiving a budget cating. ¥ The act also directed
the Jomt Lecraomie Committee to reconminend a reduction in
the public dot should the estimated recespts exceed the esti-
tmated expendnures,”?

Agatn. the confidence that Congress could assume its
budget responsibilities was quickly dissipated. In 1947, the first
year that the legislative budget was impleinented, Congress
tailed (o pas - . budget ceiling.?® Instead, the appropriations
bills were pa.sod without the concurrent n.solunon reguired
by the statute

Several factors combined to frusitate the purpose of

the act. The Jomt Beonomic Comnittee was not formed until
wellinto the congressional session.?® As a result, only limited
hearings could be held on the 1ecommended budget ceilings.?

- addition, there was a lack of clarity about the detai that was

supposed 10 accompany the budget ceiling recommendation.
The Joint Economic Committee report only described overall
objectives. Sanic members of Congress wanted a specific
breakdown of the areas where cuts would be made before
they would appiove a budget ceiling that was $6 billion less
than that proposed by the President. Finally, in view of the
unstable international situation, many members of Congress
were unwilling to vote for a ceiling that might require a reduc-
tion in military appropriations, 3!

The following year Congress was suaucssful in adopting
a spending ceiling for fiscal year 1948.% However, Congress
ignored this ceihng in approving expenditures.?® After these
first two el ®hive years, the system was abandoned., *4

The Omnibus Appropriations Act of 1950

Congress’s inability 1o achieve coordinated compliance
with a budget cedling extended to its consideration of various
appropriations bills. Eleven general appropriations bills and a
small number ot deficiency and supplemental appropriations
bills were enacted cach congressional session.** Those consid-
ered carlier in the year tended to slide through Congress with
litle opposition. ' Those bills considered later in the session,

24 legislative Reorganizaton Act of 1946, ch. 753, tir. !,
§ 138(b), 60 St 833, repealed hy Act of Oct. 26, 1970, Pub.
1 No 91510, at. (1, part 4, § 242(b)(1), 84 Star. 1172

25 1dan § 138(a)

26 See Suns, suprd pote 18, at 44

27 .

28 Id at 45

29 [d at 44

JO VI CoNnG Rid I4l‘)(l‘)~l7)(rcnmrks ol Senator McMahon), /d.
at 1430 (remachs o1 Senator Moise)

31 See 93 Cone. Rie 1336 (1947) (remarks of Senator ¢ ain); /d.
at 1421 (remarhs of Senator Barkley), Id. at |422(rcnurks of
Senator Byrdy

12 HLR Rip No oS8, 9% Cong, 151 Sess 27, reprinted in [1974)
US. Cont Cong & A NiIws 1462, 3473

LR /72

W Jd The budgel cethng proviston was eventually rescinded by
the 1 egislanse Reorgamzation Act of 1970, This act improved
the avalatulity of budget intormanon to Congress, but did not
address the budget process  See Abascal and Kramer, Presi-
dental  Impowndment Part 110 Judicial and 1 egtslative
Responses, 61 Gro 1) 149, 171 (1974)

35 See Stuns, supra note 18, a1 93,

6. ld.
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however, were often subjected 1o strict scrutiny. ' As a result,
later appropriations bills were often reduced based not on a
comparison of relative worth, but rather bdbcd on delayed
fiscal caution.’

The Ieglslativc solution to this problem was the
Omnibus Appropriations Act.* This act required all appro-
priations bills to be consolidated in a single omnibus bill. %
This was supposed 10 have the effect of giving the appropria-
tions committces an opportunity to review all appropriations
measures simultancously and thereby set a spending ceiling. 4
In the event that the commitiees did not exercise fiscal
restraint, the entire Congress could cut funding either pro-
portionately or based on some determination of relative need
or importance.

Like many of the carly budget efforts, this proposal
lasted only one year. It did result in the timely approval of all
the appropriations bills in that year.*? However, the omnibus
appropriations approach was criticized because of fear that a
delay in budget authority would result if the President should
veto the omnibus bill because of dissatisfaction with one aspect
of it.4’ Many legislators disliked it because of the short time
available 1o review the various spending decisions.* In addi-
tion, many chairmen of the various appropriations subcom-
mittees felt that their powers were reduced by this joint effort.*
Faced with this widespread dissatisfaction, the Ommbus
Appropriations Au was abandoned.

IIl. THE CONGRESSIONAL BUDGET AND
IMPOUNDMENT CONTROL ACT OF 1974

For the next 25 years, Congress took no additional
steps to coordinate its fragmented budget activities. Emerging
cracks in the budget process, however, highlighted the hap-
hazard method by which Congress was executing its budgetary
responsibilitics. These problems also highlighted the urgent
need for further legislative reform.

Continuing Resolutions

In theory, appropriations bills are passed by Cougress
and signed by the President before the beginning of each fiscal
year. During the carly 1970's, however, approximately half
of the appropriaticns bills were still pending on cach July 1,
the beginning of the fiscal year. Congress was therefore forced
to pass continuing resolutions.

Under a continuing resolution, (emporary funding is
provided for federal agencies for a limited period. Continuing
resolutions therefore serve an important purpose by preventing
the shutdown of one or more agencies. They are not without
drawbacks, however.

37. M.

38. /d.

39. General Appropriations Act for Fiscal Year 1951, Act of Scpt. 6,
1950, ch. 896, 64 Stai. 595.

41, Id.

42, See Schick, supra note 6, at 307.

43, H.R. REP No. 658, 93d Cong., 1st Sess. 28, reprinted in [1974)
U.S. Conk CoNG & AD NEwS 1462, 3474,

4, Id

45, See Schick, supra note 6, at 307-308.
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Continuing resolunions set temporary spendmng levels
for the interim period. There is no certainty that this level
will be maintained or increased in the final approprations
for the agency. As a result, it is difficult to plan eftedtively
the operations of the agency for the full fiscal year. Similaly,
continuing resolutions invite the kind of agency abuse
addressed by the Anti Deficiency Acts of 1905 and 1906. Faced
with a time-limited appropriation, an agency may spend its
temporary funding quickly. In this way, Congress can be
forced to appropriate more than it had originally intended.

Uncontrollable Expenditures

Bv the 1970's, approximately three fourths of the
federal budget was characterized as **uncontroliable’ under
cxisting law.** These expenditures are *‘uncontrollable’ in
the sense that it is extremely difficult for Congicss to make
adjustinents in a current program’s level of funding. The
*“uncontrollable’ nature of these programs is due to the use
of backdoor spending authority.

Backdoor spending includes any budget authosity which
is not provided through appropriations considesed by the
appropriations committees of the two houses. The normal
chain of events for spending measures'is authorizing legisla-
tion, appropriations, and then the obligation of funds by the
recipient agency. In backdoor spending, the authority to
obligate funds is granted first. Congress’ role under these cir-
cumstances is ministerial in nature.

Four types of backdoor spending are commonly used.
These four types are entitlements, contract authority, bor-
rowing authority, and permanent appropriations. For health
advocates, probably the most important of these is entitlements.

Entitlements

Health entittements include the Medicare and Medicaid
programs. Under these programs the outlays are defined by
the scope of the authorizing legislation. Those persons who
mecet the cligibility requirements of the programs arc legally
entitled to receive specified benefits. Thus, Congress is
bound to fund these programs at the level necessary to fulfill
the abligations owed to program beneficiaries.

QOutlays under the entitlement programs musl neces-
sarilv be estimated by Congress. Qutside forces determine the
exact amounts that Congress will be forced to provide. Health
status of Medicaid recipients, for example, will in part define
the costs of the program. Inflation in the health care sector
will also affect the outlays for medical care. Similarly, increased
unemployment in the nation may increase the numbers of
families seeking public assistance benefits, including Medicaid.

In contrast to the entitlements are the discretionary
spending programs. The funding levels for the discretionary
programs must be set annually in the appropriations process.
If less money is appropriated, the programs must also neces-
sarily be circumscribed. The discretionaty health programs
include family ﬁlanning. community health centers, and
health p{evenli()ll. ‘

46 T Brootton tiit Usann nSTAtnsGoviasieNT Fise at Yiag
1974, a1 311 (197Y
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Since discietionary programs can be gutted during the
appropriations process. there is a strong incentive for legisla-
tors sponsoring new programs to draft these bills as entitle-
ments. In this way. thie integrity of the legislation can be
largely insulated from sitbsequent congressional review. In
tact, the recent past has seen a substantial increase in the
pereentage of the fedetal budget attributable to entitlement
programs. ¥’

Contract Authorlity

Agencies use contract authotity to enter into obliga-
tions in advance of appropriations. Appropriations are then
made to liquidate the comract obligations. The appropria-
tions committecs therefore have no real control over this type
of spending. Thev must recommend amounts necessary to
meet these outlays.

The use of contract anthority is also extremely popular.
From 1967 to 1972, the amonnt of contract authority included
in the federal budget always exceeded $8 billion.** The figure
for Fiscal Year 1971 was close to $20 billion. )

Contract anthority can be useful in allowing lead time
for long-term projects. However, the use of contract authority
limits the ability of Congress t0 regulate current outlays. If
Congress adds new contract authority, the total cost may not
be reflected in current fiscal year outlays but in future
outlays. Conversely, a reduction in appropriations will have
little effect on current outlays based on previously exercised
contract authority.

Borrowing Authority

Borrowing authority involves the authority to obligate
and spend from funds obtained by borrowing from the
Treasury or the public. Unlike normal appropriations, bor-
rowing authority is both indefinite in"amount and duration.

Borrowing authority is used to fund such programs as
health professions loan guarantees. Funds are borrowed from
the Treasury and the public in indefinite amounts. This
authority remains available for reborrowing once a lpan has
been repaid. There is no appropriations limitation on it.

As with other types of backdoor spending, the appro-
priations committees have little control over these expenditures.
From 1932 to 1972, Congress authorized $130 billion in bor-
rowing authority.*? Of that amount, only $15 billion had been
revicwed through the appropriations process. The remaining
$115 billion had been handled solely by fegistative committecs.

Permanent Appropriations

The fourth type of backdoor spending is a permanent
appropriation. Under a permanent appropriation, funds are
made available for a designated period of time. No further
congressional action is necessary to authorize annual spending.

47 H.R Rirr Nov 227, 96th ¢ ong., 1st Scss. § (1979).

AR CSERCOMAITITE ON Bt tING, MANAGEAMENT ANDENTENDITURES
Ot SENATE COMMITITE ON GOVERNMENTAL (O RATIONS,
OIRD CONG IS SES IMPROMVING C ONGRESSIONAL ( ONTROL
OVER e Broea t A ContireNpieae o Maarriars W01 (AL
Schick, Backdoor Spending Authorite) (Comm Print 197%

49 Jd a1 294
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Saocial wcuriey benchts are an example of permatent
appropriatton - Fhese appropriations are mdetmite as to
amount and durason e contrast, revenue shanng is a pes
manent appropiation which as speatic i both amount and
duratton,

The munber of permanent approprutions rose at a
much taster rate than tederal spending as a whole betore
1974 By Fiscal Year 1974, neatly one quatter of the federal
budget was 1n the totm ot permanent appropnations.*! Again,
the appropoations commitees had no opportunity 1o review
these appropiiations on an annual basis and thereby coor-
dinate such speading wath the twoader federal budget

Impoundment

Problenis with enacting appropuiations bills and coor-
dimatng the tederal badget were not the only problems facing
Congress in the carly 1970°s. At the same time that Congress
was achnowledgmg ats tack of control over total federal
expenditures, at was also involved in a power struggle with
the President to assure that appropnated funds were actually
spent by the executive branch

In Fiscal Year 1973, President Nixon decided 10 keep
Tederal oudays betow $250 bithon. Fhis determination was
expressed inseveral different ways, Two I abor/HEW Appro-
prations bills wete vetoed by the President because they

ceweeeded Admmistianon budget estimates. As.a result, Con-
pross was lorcad 1o adopt a continung resolution to-heep
these two agenaies in operation.

Fhis untaal shionsh set the tone tor the impoundment
struggles (o come. In bebruaty 1974, the Admimstration
adimitted 1o having impounded or delayed $11.8 billion 1in
appropriated tunds. ™ In additon, another $6 billion had
bgn mpounded in violation of the Tederal Wat:r Polhation

ontiol Act Apendments of 1972 Al ol these impoundment
actions were qstified by the Admistration as being neces-
sary to control lederal spending and its effect on intlation, ™

President Novon was not the st president to impound
tunds. As long «go as the Jetferson administiation, presi-
dents had retused 1o spend momies appropriated by Congress.
The amounts mipounded by the Nixon administration far
eaceeded earher eftorts, however,

President Nixon attempted to base his authority 1o
mpound  tunds on the 1950 amendments 1o the Ano-
Deficiency Acts o 1905 and 1906.*° This legislation granted

SO ld gt 296

S Controllatlins af Budget Owdass, i 5 BCOGs 1OV 101 VNI D
SEANGUNTRNAIE ST e v Y1k 1974 (1973).

N A bed Rep 770K, 7714 (19744

S bederat Warar Poltution € ontrol Ac Arendients ot 1972, 33
LS O3 1250 11976) See aube 29 Cona Q Ararvave 254
(1973), I fad Reg 7708 (19°4)

4 State Highway Comann ol Mo Volpe, 479 F 20 109y $ 1ot
(¥th Cn 197y

SSOSee, ee, nponndiient oF Appropiiated Funds by the #10
dent. Jomr Hearngs Belore the Senate Commntées vn Gos
crinment Opernons amd the Tadiciary, Y3d Coug . Fa Sese
269 272 11973) e of Roy Ash, Diector dusignate of
the Ohee ol Manaecionn and Budgel); Aa of Sepl 6, 1950,
CHOEYA R IZEE 04 SIa oS as wmended 3 ULS.CO§ 005(102)
11976)

the Office of Management and Budget (he discretion (o
establish budget 1eserves *“to provide tor contingencies, o (o
ettect savings whenever savings are made possible by or
through changes in reguirements or greater efficiency of
operations,’*

‘The Proesident’s choices of programs (o target for
impoundmient did not reflect etforts to eitect savings or 10
promote cfficiency of operations. Instead, they represented
those programs that were not given a high priority in his
budget message. In effect then, impoundment was being used
to override congressional decisions on the importance and

" level of funding necessary for certain programs,

These impoundment eftorts did not go unnoticed nor
unchallenged. Over 30 law suits were filed against the Admin-
istration, generally by those persons who lost funding as a
result of ihe President’s actions. Several of these cases were
brought to require the President to release $I billion of the
$1.8 billion in HEW funds impounded in Fiscal Year 1973,

I all of these cases, the congressional power under the
Constitution 1o authorize programs and appropriate funds
was undisputed. The inquiry did not end there, however. The
determining factor, in the courts’ decisions, was whether the
impoundment was contrary to an expressed intent on the part
of Congress that the programs operate on a full-scale.

In evaluating intent, the courts considered the presence
of mandatory spending language or inferences of directives
in the measures’ legislative history. Thus, for example, in
National Council of Community Mental Health Centers,
Inc. v, Weinberger, the court ordered the expenditure of
$52.1 nullion.* In reaching this conclusion the court stated
that the President

docs not have complete diseretion (o pick and choose
between programs when some of them are made man-
datory by vonscious deliberate congressional acrion, 8

“

In other cases the court looked to the purposes of the
particular program to determine whether the excepting provi-
stons in the Anti-Deficieney Act applied. ‘Fhe excepting pro-
vision precludes the withholding of funds, for whatever reason,
when to do so would thwart the policy or effectiveness of the
enabling act.® Even where mandatory language was not
tound, or where the language was ambiguous, some courts
inferred @ directive (0 spend appropriated funds. This
approach viewed a congressional decision 1o keep a statue
on the books as manifesting the requisite utent not to ter-
minate or cripple a program. %

The final scorecard indicated that the President lost at
least 25 of the approximately 30 cases brought against s

56. Act of Sept. 6, 1950, ch 896, § 1211, 64 Stat 765, as winended
3 U.S.C. §665(c)(2) (1976)

57. Nanonal Council of Community Mental Health Centers
Weanberger, 361 1. Supp. 897 (D.D ¢ 1973).

58, Id. at 902,

S9. HLR. Rie No 1797, 8ist Cong., 2d Sesy. 311 (1950).

60. State Highway Comm’n.oi Mo, v. Volpe, 479 F.2d 109y,
HI5-16 (Bih Cir. 1973) See generally National Counctl ol
Community Mental Health Centers v. Weinbeiger, 361 F. Sppp
897.(D.D.C. 1973). ‘
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impoundment actions * Although Congress was largely victo-
rious, it was dissatistied with its dependence on the judiciary.
As a result, Congress established a Joint Study Commiitee on
Budget Control.* This committee was to recommend improve-
ments in ‘‘congressional control of budgetary outlay and
receipt totals."'*' Again, the wheels had been set into motion
for Congress to reimpaose control over the federal budget.

iV. THE BUDGET TIMETABLE

The Congressional Budget and Impoundment Control

Act of 1974 established a new fiscal year for the federal
government™ and a new timetable®* for budget actions. That
calendar also defines the role that health advocates can play
tn influencing that budget.

68

|

|

| e
61
62.
61
64
65
66
67

|

|

Octoher 1 -~ The federal fiscal year begins.® fhe
Congressional Budget Office issues its report on five-year
projections of spending, revenves, and tax expenditures.®’

November 10 — The President submits a current
services budget to Congress 5

Impoundment  Adrmunistratior. [ oses Most Court Tests, 29
CONG Q ATMANAL 291 (1971)
Act of Oct 27,1972, Pub
§7578 note (1976)

Id

Cong Budget and tmpoundment ¢ ontrol Act of 1974, § 501, 31
LS ¢ § 1020 (1976)

No. 92 599, § 101, 31 U.S .

N USC §R21 096
The fiscal vear was primarily revised to give Congress three
additional months in which to consider policy issues while
deliberating over provram spending levels. A second reason for
the change was to reduce the likelihood of continuing resolu
tions to continue tunding for programs which had not been
acted upon hefore the start of the fiscal vear.
The Congressional Budget Office was established by Title 1 of
the act The Office, a nonpartisan organization, functions as
an arm of both houses of Congress by providing budget-related
informanion and objective analyses of alternative fiscal, bud-
getarv and progranunatic policies lts responsibilities do not
include recommendations on matter s of -policy  1ts specific 1asks
include five vear hudgetary cost estimates of proposed legisla-
tion, tracking of congressional budgetary actions against budget
targets established by the Concurrent Resolution (known as
scorckeeping), periodic forecasts of economic trends and alter-
native fiscal policies, and analyses of budgetary is<ucs as they
affect sociat needs 2 U S € § 602, The Congressional Budget
Act specifically provides that: )
© As soon as practic able after the beginning of each

fiscal year, the Dhirector of the Office shall issuc

a report projecting for a period of § fiscal years

beginning with <uch fiscal year

(1) total new budget authority and total budget

outlavs for each fiscal year in such period;

(2) revenues to be receis ed and the major wonrces

thereof, and the surplus or defio, if any, for each

fiscal vear in <och period; and

(1) tax expenditures for each fiscal year 1n such

perrod 1P U SO § 1129 (1976)
The current services budget describes anticipated  budgct
anthority and ontlayve which would be included in a budget for
the upcosming fiscal vean based on the present fiscal vear budget
without pohey Charges The estimates are based on the pro
jected budgetary impact of such factors as unemplayinent and
mfTation The ecumates are shown by function and subfunc
tons withur each maen apency Y HES O & 13 (1976 & Supp
)
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December V1 — The loint Economic Cainmittee sub-
mits 1ts economic teview of the President’s current services
budget to the Comnuttees on the Budger .®

Jamnary (middle) -- The President submits his budget
for the next fiscal vear 1S davs after Congress convenes.™®

March IS — All committecs and joint committees
submit to Budget Committees reports providing advice and
data,™ )

Apiil 1
reports to Budget Comntitteces.

Aprit 10 President submits changes in his January
budget.” - 7 -

The Congressional Budget Office submits
7

The Joint Ecanomic Commitice received its mandate from the
Employment Act of 1946, 1S U.S.C. § 1024 (1976 & Supp. 111
1979) 1ts focus is on economic policy 1ssues. The Committee,
which 1< partisan, consulers fong range economic unplications
for legislative and budget committees. 31 U.S.C. §11a (1976).
This budget must include levels of tax expenditures unider existing
laws for the present fiscal vear It must also contain a comparison
of the estimated total outlays for each program having backdoor
status and the total amount of outlays made under each pro-
gram duning the last completed fiscal year. Also, the total
estimated revenues in the President’s budget must be compared
1o the total revenues received during the last completed fiscal
year. Furthcrmore, with respect to each major revenue source.
the President must compare the amount of revenucs estimated
in his Budget and the amount received during the last completed
year The law also requires an analvsis and cxplanation of any
ditfercnces in the comparigons made 31 U.S.C § 11(a) (1976
& Supp. 11 1979).

Each standing committee tn the Flouse is required to submit to
the House Committee on the Budget, cach standing committee
in the Senate must subnitt 10 the Senate Committee on the
Budget, and the Joint EFconomic Commttee and the Joint
Comimnittee on Taxation must subrmit to bath Budget Commit-
tees, their views and estimates with respect to matters within
their jurisdiction as thev relate to the budget. 11 U.S.C §
1322(0) (d) (1976 & Supp. 111 1979). The Joint Feononue Com-
mittee, for example, would submit what 1t belicves to be the
appropriate level of total budgetary outlays and of total new
budget authority. A legistative committee, like the Subcommit-
tee on Health and the Fovironment of the House Fnergv and
Commerce Committee, would provide an estimate of budget
outlays and an appropriate level of new budget authority for
programs within its jurisdiction  The Joint Economic Committee
must also submit a report of the amount of any surplus or
deficit in the budget that is appropriate in light of economic
conditions and other relevant factors. The Senate Finance
Committee and House Ways and Mcans Committee would each
submit a recommended level of federal revenues and anv amount
by which the total level of federal revenues would be increased
or decreased by bills and resolithons to be reported by the com-
mittees. A level for the public debt would most likely be
recommended by the Joint Feconomic Committee, Senate
Finance Committee and House Ways and Means Committee
Fhis should enconipass levelv of total revenues, total new
budget anthonts, and total osd Ly Qo ludimg related surphises
of dehioits). Ao indnded ate tan cspenditine tevels ander
existing law, taking tnto accomnt projected econmmie factors
and any possible changes in such levels die to proposals in the
President’s budget. Fhis report shoold include a discussion of
national budget priorities 2 U S.C° § 602(1) (1976)

T'he President may find 1t necessary or appropriate, based on
recent information, to amend or revise (he budget anthority
request, estimated  outlays, or estimated receipts These
changes may be submitted on April 10 or on July 1S 1f the
President does submit revicions, a siatement st be inclnded
describing the eflect of the revistons on the sinnmary data to
I!l(‘ onginal budget proposad 31U S C &1 (19°6),
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75.

76.

77

K]

Aprid 15 [he House and Senate Budger Connmteees
teport the base Concurrent Budget Resoluton 1o then
hotses ™

May 15 House and Senare Commtiees report

tills and resolutions authoneing new budget authordy. A

May 1S - Congress campletes action on the birst
Concurtent Budget Resolunon ™ .

July 15 Fhe President transings lus Mid Sesston
Review ot the Budger. !

7 duys atter 1 ubos Day
on bith and tesoivions provding new budget aathonity and
new spending anthoniry.™

- Congress completes action

Hins 1tesolution establishies targets tor budget authoriy, outlays,
tevenues, detiat or sarphus, and public debt. It s a product of
all the reports recened from the vartous congressional comnnt -
tees. The report accompany g the resotution must include a
voiparson of the Comnitice’s estimates and those in the
President’s budget proposal 31 U S.C §1322(d) (1976 &

“supp HHE 1979)
No bills or resotenons which would directty or andirectly |

aunthonize the enactment of uew hudget authority tor a fiscal
year van he considered by either house unless the tegistaton 1s
reported on or-before May 1S prior to the beginning ot the fiscal
year. Phe cut of f date allows the appropriations commitiees to
worh ondistnibuting theit allocated fevet of new budget authority
tor propased new programs without the periodic interruption
ot authorizing tegistation. Without a cut-off date, the appro-
priations bithy would be subject to continaous revisions by each
connnittee to actlect requests for new spending.

An cxceptuon to the deadline s possible where the Com-
inittee on Rules i the House deterimines that an emergency
watver is warranted. ln this instance, the Comnutice would
repott a resolution waiving the restriction tor the particular
legistation tor House consideration. In the Senate, the author-
12102 OF aPPropoations committee can report its hitl, but must
also report to the Senate a resolution tor waiver ol the hmita-
non explaining the need tor the waiver The resolution must then
be referred to the Senate Budget Comnnttee and finally
repotted to the Senate for consideration. .

It the resolution in cither the House or Senate is agreed
to, the tegistation authorizang the budget authonty can be
brought to the toor tor consideration. Furthermore, it a comn
mittee in the House has reported a measure within the May 15
deadhne, the House can consider the companion legistation
already passerd hy the Senate  The reverse also holds true. This
procedure is provided 1o contorm to the norinat procedure that
the House or Senate must consider the exaet bitl passed by the
other howse that completed action first, 31 U.S.C. § 1352
(19 See wenerally S Cont Ree No 924, 93rd Cong , 2d
Sess 66, reprinted in [1974) U'S. Com Cong & A Niws
3591, 3608.

Caongress has unnl May 1S to adopt the First Conenrrent Budget
Resotunon. This deadline gives Congress ampte thne (o become
adequatety intonmed of the contents of all anthorizing tegisia-
tion so that 1t can make 1ts untial hudger deternunations. This
resofution mast be adopred hetoce legislation provicing new
hudget authority, new spending authonty, or changes i revenues
or the puhlic debt lumt can be comsidered. 31 U.S.C.
§132204)-(h) (1976 & Supp 111 1979)

Fins provision amended the Budget and Accounting Act of
1921 1 provides that the Pressdent has unol July 15 1o subumt
asecond statermient on any amendments or revisions i the tignres
put Tosth i s onginal hudger inessage o e the statement
transnatted i e for the Aprit 10 deadline. Congress required
these update: o that ats fimat consideration ot the hudget
wouht be hased oo the ipost recent information avintable. 31
US C §11{b) () (1976).

s deadbne s an important one since Congress has only
three weehs remanng, atter tns date, wntil the beguming of

3,(4;;

September 15— Congress completes action on the
Second Concurrent Resolution on the budget.” .

September 25 — Congress completes action on recon-
cihanon bill and/or resolution ainplementing the Second
Concurrent Resolutton ¥ ‘

The Major Stages .

The Administration Budget ,
Probably the most important stage at which to influ-

ence the federal budget is before the budget is presented 1o
Congress in January. If your reccommendations have already
been included in the Administration budget, it will be much
casier to persuade members of the Budget Committees and
Appropriations Committees 10 accept your iecommended level
of funding. This is because the impact has already been con-
sidered and the budger estimates already include attributable
costs. As always, it is easier to defend something that is
ziready tn the budget than 10 add something that was not
included initially.

The Adminisiration budget is prepared during the

summer and fall of the preceding fiscal year. Thus, the Fiscal
Year 1982 budget (which begins October 1, 1981) was devel-
oped within the Administration during the suinmer and fall of

78. (cont'd)

79.

80.

the new fiscal year. During these three weeks the Second Con-

" curtent Budget Resolution and any necessary reconciliation bilts

must be adopled. This time legislation does not apply to sup-
plemental, deficiency, or continuing appropriations bills and
resofutions. Also expected are any spending or entitlement bills
which are delayed because of a failure to timely enact legislation
authorizing the enactment of new budget authority to be pro-
vided in the spending or entitlement measure. See note 75
supra. See also S. Cont ReP. NO 924, 93rd Cong., 2d Sess. 62,
reprinted 1n [1974) U.S. Cont ('u[«j & AD News 3591, 3604,
The Second Concurrent Resolution on the Budget is reported
by each Budget Committee. This resolution must affirm or revise
the First Budget Resolution. It must specify the amount of
spending and budget authority, revenue and public debt legis-
lation, and must direct the appropriate committees to determine
and recommend nccessary changes. 31 U.S.C. §1331(a)-(b)
(1976).

The act describes a reconcihiation resolution or bill as a concur-
rent resolution directing the clerk of the House of Represen
tatives or the secretary of the Senate, as the case may be, (0
make specified changes 1n bills and resolutions which have not
been enrolled. 31 U.S.C. §1331(¢) (1976). If the changes
requested in the Second Concurrent Resotution only need 1o be
raade by one comnniittee in each house, that comnmutiee will follow
the Resolution’s directions. It will then report to its house a
recouciliation bill or resolution, or both, which should contam
such reconunendations. Where more than one commitiee tn cach
house has received directions to recommend changes, all such
comittees must submit thetr recommendatigns to the Com-
mittee on the Budget in their respective houses, Each Budget
Comnuttee then reports to its house a recnnciliation resolution
comprised of the recommendations made by all the committees
and submilted without substantial revision by the Budget
Commntiees Sonmetimes a reconcibatian il may need to be
considered for changing matiers alrcady e¢nacted i0to law. An
example is changing entitlement authority which can only be
reduced through changes in the authonzing legaslation. 31
U.S C §1331(c)-(d) (1976), seeS. Cont Ri v No 924,93dCong.,
2d Seyss 63, reprinted in [1974) U.S. Cont CONG & AD Newy'
3462, 3605.
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1980, Although the Admunistration also uses three vear
budget projections, the changing political considerations and

- fiscal realities provide ample opportunity to influence the

budget process during this period.

The health budget s initially developed by the Depart
nient of Health and Human Services * Fach ol the princdipal
operating components(POCs)™ within the Department pre-
pares its own budget projections of existing programs, ity
requests for new programs, and its proposals for phasing oul
existing programs.®* After being approved within the principal
aperating component, often after substantial modifications,
the proposed budget is transmitted to the Assistant Secietary
for Management and Budget (ASMB). -

The Assistant Secretary for Management and Budget
performs many of the functions within the Department tha
the Directar of the Oftice of Management and Budget per-
forms tor the President. All budget cstimnates are reviewed.
All programs are scrutimzed for cost-effectivencss and new
programs especially must be justifiecd. Often the Assistant
Secretary's office will disapprove the submitted budget in one
OF MOTe areas

In the event of disapproval, the principal operating
component representative has two options. Either the budget
can be revised to conform to the ASMB position or the ques-
tioned expenditurets) can be appealed to ASMB and ultimately
to the Sccretary. Th» Secretary can then sustain the ASMB
position, agree with the POC representative, or appiove a
compromise position. In practice, often all three alternatives
take place with regard to different aspects of the budget.

After the Secretary approves the budget for the
Department, it is transmitted to the Director of the Office of
Management and Budget. The process that took place within
the Department is then repeated within OMB. Programs and
expenditures are reviewed and exceptions are taken to specific
aspects of the propased budget. Negotiations often take
place betweeni ASMB and OMB representatives. Disagicements
can be appealed by the dissatisfied agency to OMB. Dif
ferences that cannot be resolved through negotiations o1
OMB appeal are sometimes appealed to the White House.
Finallv. a proposed budgetis approved for submission by the
President to Congress as part of the averall federal budget

There are ample opportamitics for health advocates to
influence this process. During the initial stage, advocates can

Rt The Department of flealth, Education and Welfare was divided
inta two departments by the Bepartment of Fducanon
Organzation Act 20 U.S C §ISOR (Supp 11 1979) The
Department with continuing responsibility for health pro
grams is the Department of Health and Human Scrvices

82 Pancipal operating component (POC) refers [0 a major argan
1zational entsty within the Department of Teotth and Fluman
Services POCs inchrde the Public Flealth Service, the Heatth
Care Binancing Adnunistration, and Social Security Adminie
tration

81 Within cach princgal nperalmg componeni, the particulin
branch ar office doe much of the mal work incdes eloping 1s
budget and advocaning adoption af those fignres Thus, Lo
caample, within the Office of the Secrelary of Heahth and
thuman Services, the Othice Tor Ciat Riphis develops s own
Pudger and nnet st persoade the Oflice af the Secrelary o
Aocept those Lipg e
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contact program staff to urge expansians of specitic progiams
or_requests for new progirams. Advocates can also conlact
the directors of the vanous POCs o advocate, from the top
down, that certain budget changes be made, If it is learned
that certamn desired programs have been disapproved by the
HHS ASMB, health advocates can attempt ta buttress the
presentattons by the POC representative by demonstrating
the widespread public support for and wisdom of the ques.
tioned expenditure. These steps can also be repeated at the
OMB and White House levels.

The Budget Hearings

After the President’s budget is recéived, 1t is referred
in bath houses of Congiess to the Budget Committees. The
two budget committees estabhish targets for appropriations
and other forms of spending for each of 19 functional arcas
in the budget, Health is one of these areas and is assigned
budget function category 550,

Hearings are held on the President’s budget during
the first few manths of the congressional session. Initial
witnesses asually come from the White House and are followed
by witnesses fraom cach of the Departments and other executive
agencies. Occasionally, congressional and public witnesses are
also invited to testify

First Concurrent Resolution

After the hearings, the budget committees begin to
“mark-up® the First Concurrent Budget Resolution, The
commnitiees generally start with the President’s proposed
budget figures, and decide whether the proposed levels of
budget authority and outlays are appropriate. (Budgei
authority 1« the legal authority to enter into obligations which
will require either immediate or future cxpenditures of
government funds. Outlays are the actual expenditures in any
fiscal year pursuant to such budget authaority, offset by any
refunds o1 reimbursements.) Certain programs supported by
key legislators or interest groups may receive increased funding
over the levels recommended in the President’s budger,
Other programs may be reduced or eliminated completely.

tn addition to reviewing proposed budget authority
and outlays, the comumitiees 1eview the proposed figures for
revenucs. With the assistance of the Congressional Budget
Oftice, the committees decide if the revenue levels estimated
by the President seem correct. H not, different revenue levels
based on estimated receipts from the present tax system may
be substituted.

After comparing the proposed outiays and revenues, a
teptative surplus or defictt is established. M the proposed
budget would result in a deficit, the budget committees may
decide cither that outlays <hould be decreased or that
revenuces <hoold be inereased in order to balance the budget
ar reduce the deficit, Specific recommendations might then
be included ina concurrent budget tesolution that would
ducct the applicable committees. with piisdiction to make
these changes, These committees woirld then have the respon
sibitity toeport fegisfation accomplishing these results, This
process s hnown as reconciliation.

Atter cach budget commiittee develops a proposed
budget, the budpet resolutions irre reported to thie full House
and Senave Fady house then consders the budeet resolution
Alone with amy Hoor amendments A budget resolution 1«
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then passed and sent to the other chamber for consideration.
Siwe the Constitution requirds that spending bills originate
in the House,™ Senate action generally follows House con-
sideratton. The Tirst budget resolution is therefore gencrally
relerted to by sts House Joint Resolunon number.

Atter both the House and Scnate have passed their
vensians of the tirst budget resolution, a conference is held to
resobve any ditterences in the two versions. Generally the
conference vomnmititee consists of members of the House and
Senate budecet comuanttees. Atler a confeircnce commiitec
versio is devdloped, the full House and Senaie tast approve
the changes betore final passage.

Again, there are many opportunities for heaith
advocates to influence the shape of the budget resolution.
Advocates can request an opportunity to testify at the budget
hearings. Meinbers of the budget committees can be contacted
and urged 10 suppor programs important to low-incogne persons,
At the time of full House or Senate deliberations, health ad-
vocales can work with sympathetic legislators in developing
needed amendinents and 1n seeking expenditures that-are
more responsive Lo the needs of low-income clients.

While economists, actuaries and other highly trained
persons participate in the developient of the tederal budget,
health advocates should not be intimidated by these credentials.
Often the most needed and most effective advocacy is simply
an explanation of how a program affects people in a particular
way and theretore why it is needed. For example, low-income
clients can descnbe what it was like in their community before
tine advent of the National Health Service Corps and what
differences a National Health Service Corps doctor has made.

Authorizations and Appropriations

During the period between passage of- the First Concur-
rent Budget Resolution and the beginning of consideration of
the Second Concurrent Budget Resolution, Congress considers
.most substantive legislation and all of the 13 separate appro-
priations bills. Although authorizing legislaiion can be con-
sidered by Congress at any time, there are usually many
measures that just barely meet the reporting deadline of May
15. Thus, they are scheduled for consideration by Congress
during the summer months.

Appropriations, on the other hand, cannot be ade-
quately addressed by the Appropriations Committees until
they are aware of what authorizing legislation will meet the
May 15 reporting deadline. Only then can they determine
how many programs and activities will 1equire budget authority
and the extent of their need in distributing such authority.

The Second Céncurrent Budget Resolution

Because the First. Budget Resolution is adopted in
May, four and one-half months before the beginning of the
fiscal year, many of the assumptions used in the First Resolution
may prove incorrect. Unemployment may increase, thereby
increasing expenditures for such programs as unemployment
compensation and reducing revenues from payioll taxes. In-
flation may increase beyond the estimated figuses, thercby
increasing expenditures for entitlement programs.

84. U1.S Const art 1, §7.
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For this reason, 1he First Budget Resolution only sets
targets for expenditures, revenues, deficit or surplus, and the
public debt. As the beginning of the fiscal year gets closer,
the budget committees can refine their predictions. These
refined predictions are implemented in the form of a Second
Concurrent Budget Resolution. ’ -

The Second Resolution sets binding figures for
outlays and revenues. The Second 'R‘csol_ution also provides
an opportunity to revise the policies. underlying the First
Budget Resolution. For example, Congréss may have been
caught up in 4 “‘balanced budget fervor' at the time of the
First Budget Resolution., Thus, many social programs may
have been cut back in order to balance the budget.. By
September, however, the country may be in a recession. The
normal way to attack a recession is to cut taxes, increase
spending on social programs, and incur a budget deficit.
These revisions can therefore be made in the context of the
Second Resolution,

Reconciliation ' .

Congressional action may have increased new budget
authority, spending authority, and revenue or public debt
limits beyond the final budget resolution totals. The Second
Budget Resolution might therefore direct the committees
with jurisdiction of those matters to report legislation that
would make the excessive levels comport with those in the
resolution.% This procedure is known as the reconciliation
process. .

‘The committees with jurisdiction over the major health
programs are the Senate Finance Committee (Medicare and
Medicaid), the Senate Labor and Human Resources Commuittee

(Health Planning and Resources Development, Health Person- -

nel), the House Energy and 'Comme;cc Committee (Medicaid,
Medicare Part B, Health Planning and Resources Develop-
ment, Health Personnel, PSROs), and the House Ways and
Mecans Committee (Medicare Part A). Under reconciliation,
these committees must propose specific measures to bring
spending within specific limits.% These measures ire then
included within the House or Senate version of the Reconcili-
ation bill.

Since a reconciliation bill is designed to eftect savings,
the role of the health advocate is primarily defensive. The
goal is to ensure that cuts are made in programs that will not
adversely affect low-income clients. Advocates must there-

fore work with committee staff and legislators to describe the |

impact of proposed cuts on low-income persons and 1o
recommend alternatives or ameliorating provisions. ‘

Reconciliation directives may be included in either the
First or Second Concurrent Resolution or in both. Although
the Congressional Budget Act specifically provides for ‘a
reconciliation procedure in the Second Conctrrrent Resolu-
tion, the Budget Committees found the use of the reconcilia-
tion procedure in the First Concurrent Resolution to be
legitimate in their efforts to balance the budgets for Fiscal
Years 1981 and 1982.

85. 31 U.S.C. §1331(a) (1976).
86. 31 U.S.C. §1331(c) (1976)
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expenditure of budget authority.

By the time that the Second Resolution s receiving active
consideration 1in Congress, there is ordinarily little time to
really advocate changes. The Second Resobtion should be
approved by September 15 (although target dates are not
alwavs met). Active consideration of the resolution does not
usually begin untl Seprember.

therefore, tf major changes are needed n the Fu ot
Budget Resolutions legislative advocacy for these changes
should hcg"in several months earlier. Again, the executive
branch of government should not be overlooked. Changes in
the budget advocated, by the President are more likely to be
aceepted by the budget ~onunittees and ultimately by Congress

Rescission and Deterrai

Inresponse to Rresident Nixon's impoundment actions,
Congress adopted provisions to curb future efforts (o im
pound appropriated tunds. The Congressional Budget and
Impoundment Control Act of 1974 addressed this problem

by establiching a pracedure tor congressional reconsideration ”

ot appropriations. Two types of impoundment alternatives
were established - resvission and deferral ®’

Three types of rescission actions are recognized in the
act.®™ Firar, the President may determine that all or part of
any hudgel‘ authosily 18 not necessary to carry out the puIposes
ar scope of programs tor which it was provided. Second, the
President mav decide that certain budget authority should be
rescinded for fiscal policy or other reasons (including ter-
mination of authorized projects or activities). Third, the
President may decide to reserve all or part of certain budget
authority where that authority was provided for only one
fiscal vear. This is a rescission because the budget authority
cannot be rolled over 1ato subsequent fiscal years. Any con-
duct or decision ftting into any or all of these definitions
constitutes a rescission

I the President intends to rescind any budget authority,
he must subroit a special message to Congress requesting con-
gressional approval ol his proposal.™ The message must include
the amount of budget authority which he proposes to rescind.
the government beneficiary of that budget authority, the
reasons for seeking such aclinh, the estimated fiscal, economic
and budgctary etfects of the implementation of the proposal,
and any related facts, circumstances and considerations.

The special message is then considered in the form of
a hiil. It C ongress does not complete action on the rescission
bill within 45 calendar days after the President’s message was
received by Congress,” the budget authority targeted by the
President must be made available for obligation,®' that s, the
funds proposed to be withheld must be spent.

. Deferral of budget authority is defined as the with-
holding or delaying of obligation or expenditure of budget
authority.™ Deterral also includes any type of executive action

or inaction which “effectively preciudes’™ the obligation o
2 .

R W UIS ¢ 81401 (1976)
R WS e 1402 1197 h)
RO [d

MV LES O §HANES) (1 7h)
91 VS §140 () (19°6)
92 WS o &0t (19h)
LRI
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Il any United States government employee secks 10
defer budget authority, the Precident must transmit a special
message to Congress.™ Ihe act requires that the message

- must specify the amount of budget authority proposed to be

deferred. the government agency for which the budget authority
1+ sought to be deferred, the reasons for the deferral, and any
legal qustification for the proposed action.”s If either the
Senate or the House passes an impoundment resolution disap-
proving such proposed deferral at any time after receipt of the
messape, the authority must be made available for nhligalion.‘*‘

Health advocates can affect this process by raising
their concerns with the members of the committee in each
house to which the special message has been referred. A
resolution of disapproval may then be reported. The text of
any recission o deferral message can be found in the first
issue of the Federal Register published after trapsmittal of
the message.’? .

Comptroller General*

The Comptroller General also plays an important role
in the impoundment control process. In addition to the
House and Senate, a copy of the President’s special message
proposing a rescission or deferral must be delivered to the
Office of the Comptroller General.” The Comptroller
General is responsible for informing Congress of the probable
effects of the proposed action and, for deferrals, if the pro-
posed dcferral is in accordance with existing statutory
authority '

If any action or inaction constituting a rescission or
deferral has not been reported to (‘onércss. the Comptroller
General must make a report on such action or inaction.'™
This report is treated as if it were a special message from the
President for purposes of congressional review.'” Mareover.
if the Comptroller General belicves that the President has
incorrectly classified a deferral or rescission action in a
message, the Comptroller General must make a report to
both houses of Congress explaining the reasons for such
belief. '

Again, the health advocate can provide input. The
special message can be analyzed to determine whether the
President has correctly categorized the proposed action. If a
rescission has been categorized as a deferral, the advocate
can alert the Comptioller of the fact to ensure that the proper
procedure is followed.

Classification of a proposed action is an important
step because of the different procedure for rescissions than

94. Y U S.C §1403a) (1976)

95 [

96 V1 U S C. §140Yb) (1976) Sec generally 31 1S .C. §1407
(1976) (laving out congressional procedures for considering
rescission bills or a request for deferral of budget authornty)

97 VLSO §HA0H (WD) (1976).

98 The Office of the Comptroller General s part of the General
Accatntmg Office (GAO)  The GAO s the prinary imestigatory
arm of Congress i meeting ats oversight responsibibities.

90 31U S ¢ §140Hh) (197h) .
o0 fd

101 4 U SO §1405GYy (19 °6)

102 Id

10V 3 1S &1405( (1976
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tor detetrals Fands may tot be resanded mthe absence of
an abhifatin e act by Congress (passage of a rescission bill).
By contrast a proposed deterral will be eflecuve in the
absence of an attinmative act by Congress ordering the funds
to be spent.

In the cvent of @ proposed rescisston, the health ad-
vocate can Tocus his or her ettorts on sialling congressional
achion on the bill at the different stages of the legislative pro-
¢ess to prevent the completion of action within the 45 day
perod. 11 the proposal is classitied as a deferral, an advocate’s
task 15 nore Wi rcule. One of the houses of Congress must be
petsuaded to ditimatively adopl dn impoundnient resolution
it order to ensure tiat the budget aathority 1n guestion is made
avatfable.

1 budypet authority 1s required to be made available in
accordance wirin the act and such budget authority is not
released, the Comptrotler General is empowered to bring a
anvtl action i the United States District Court for the District
ol Columbia 7 The parpose ot the suit would be to require
that the budger authority be made available, '

New Spending Authority'®

Congress also addressed the problem of backdoor
spending aathorty m the Budget Act. I'he act divides spending
adthonty into three categorigs: contract authority,'” borrow-
i&‘\uhumy.“* and entitlement authority,'™

Contract and Borrowing Authority _

The Budget Act limits the arcumstances under which
legislation providing new contract or borrowing authority
can be considered by Congress. Any member of Congress
may lodge a pont of order and prevent tloor consideration
ot such a measar ¢ except where the legisfation includes a pro-
vision that reguites the enadunent of an appropriations bill
authorizing such spending authority."'® This qullilCll:Cnl is
designed 1o altord the Appropriations Conimiiees some
cantrol over spending authoruy .

This provision does not apply to new spending authority
derived from a trust fund established by the Social Security
Act, 90 percent selt hinanced ™ trust funds or outlays. of
governnient corporations. '  egislation authorizing contract
o1 borrowing authority 1s subject to the May 15 reporting
deadline imposed by the ac,'' but it can be considered fot
enactment by Congress prior to the adoption of the Firs
C oncurrent Budget Resoleaon. '

104, 3 U SO 51406 (1976)

10S. Il For a discusston of the scope ot the President’s authonty 1o
impoatid funds see Abascal and Kramer, supra note 34, at (77

106 New spendimg authority s spending authority which had nat
been provided by law at the e that section 301 of the Budget
Act becaine cltective. This tnddudes any increase 10 or addiion
10 spendmig authority that had atready been provided by faw
prior 1o the section’s eftective date. 31 LLS.CL §1351(0) (1976).

107, 31 U S.C §03S e 2)a) (1976).

108 30U S.C §1351(CH2ub) (1976).

109 W US.C §IISHC)(0) (1976).

110, 31 U.S.C QiYsi(a) (1976)

PEE 3 US.C o §Lsi(d)y (1976)

PP 3 LSO L1 3S2(a) (1976) See generally note 75 supra.
P1Y 310 US.C §1324(a) (1976).
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Entitiement Authority
“Lhe act also subjects to a pomt ot orda floor won
sideration of any measure providing entitlement authority
which would become effective belore the beginning ot the
new fiscal year.!''* This provision was included to make en-
titleménts subject 1o the reconcthation proccsa.”’

If the amount of new budget authority needed tor the
new fiscal year (including authority necded for the entile-
ment Icgislaﬁq\nl_cxcccds the appropriate allocation ol new
budget authority reported under the Concurrent Resolution,
the legislation must first be referred to the Appropriations
Committee of that house.''® The ‘Appropriations Committee
may then amend the total new spending authority provided
in any new entitlements 10 make them consistent with”the
reported allocation.!” The commitiee may not, however,
make substantive changes in the legistation.!'® The conmuttee
must report the measure with its recommendations within 15
calendar days after the bill was referred or it loses jurisdiction. '

Unlike other measures providing for spending authonty,
entitlement legislation is not subject to the May 15ih deadline
for filing committee reports.'® The reason for this exemp-
tion is that neither house of Congress can even consider en-
titlement legistation until after the First Concurrent Budget
Resolution is adopted, on or before May 1542 By delaying
consideration of such legistation, Congress hoped 10
“‘enhance the significance of the first budget resolution and
to strengthen congressional control over programs which are
difficult to control once the entitlement has been c‘naclcd."‘”

Thus, health advocates secking passage of new entitle-
ment programs must not limit their efforts to the authonzing
committees. Passage of authorizing legistation is a necessary
precedent to establishment of any new program and most

~ resources must necessarily be focused on the authonzing

committees. However, if the Appropriations Commuitees
refuse to appropriate sufficient funds, implementation of the
tiew program may be delayed and passage ultimately jeopard-
1zed. Health advocates should therefore advise meinbers of

*the Appropriations Committees and their staff of the need
for and wisdom of maintaining the level of enutlement
authority proposed in the legislation.

I

- »

B

14 31 U.S.C. §1351(b)(1) (1976).

115 See note 74 supra Seealso S. Conr Rik NO 924, 93rd C ong
2d Sess. 65, reprinted in [I974fll S Cont Cong & AD N1Ews
3591, 3607. .

116 31 U.S.C. §1351(b)2) (1976).

17 311 US.C. §1351(b)(3) (1976).

I8 S. CONte REP NO 924, 93rd Cong , 2d Sess. 65, reprinted
(1974} U.S. Cont Cong & Ad Niws 3991, 3607

19 3 US C§13SKIbN2) (1976).

1200 31 LSO §1352(eX 1) (1976). Onnibus socsal secunty legislation
wlhich provides new budget authority dand entittement aathanty
within the same measure also does not have to be reported by
May 15, 31 U.S.C §1352(e)(2) (1976), Id at §135)(b)

121 31 UL.S.C §1324(a)(4) (1976).

122. S. €ONF REP NO 924, 93rd Cong., 2d Sess. 60, reprinied in
[1974) U.S Cobr Conu & AD Niws 3591, 3602

“%
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Revised Second or Third Concurrent

Budget Resoiution

After the Second Concurrent Budget Resolution has
been adopted, any member of Congress can raise a point of
order against consideration of any ncw legislation that would
cause the budget authority or outlays for that year to exceed
the levels agreed to in the Second Concurrent Resolution, 2}
It is also out of order to consider any legislation that woisd
reduce revenues below the levels set in the budget resolution, 124

The hope was that any desired or needed changes in
spending or revenue levels would be made within the frame-
work of the congressional budget process. Such an approach
underscores the ‘‘binding’’ nature of the budget resolution
and maintains fiscal control over the budget.'?*

It sometimes becomes necessary to modify the figures
set in the Second Budget Resolution due to congressional
desire to enact a new program. The Budget Act provides for
revision of the Second Resolution through passage of addi-
tional concurrent resolutions. Each such resolution reflects
desired changes and revises the concurrent resolution most
recently agreed to for the current fiscal year,'?

This revised resolution can be adopted in conjunction
with congressional consideration of supplemental appropria-
tions or in response to updated figures for the current fiscal
vear contained in the President's budget.'?” In addition,
Congress may wish to review its most recent budget resolution
if sharp changes in the revenue or spending estimates are nec-
essary due to major economic developments.'**

V. A HYPOTHETICAL BUDGET-WALK:
THROUGH'»

ys .

Duririg the Spritg of 1979, health advocates, decide tos

press'for increased funding for the community health center

‘ program, o This program provides funding for the establish-

ment of outpatlent clinics in medtcally~underscrved urban and

- rural areas throughout.the country. Ad\’ocates prepare position
"+ statements describingthe importance of the program, the posi- -

tive effects of thle program on the poor, and the cost-

t effectrveness of community health centers in deltverrng needed

health care. s .

I

123. 31 U S C.§1332 (1976). <

124. Id. :

125 S. Conr RFP NO 924, 93d Cong., 2d Sess. 64, reprinted in

[1974] U 5. Cobt Cone & Ap NEws 3591. 3606.

126. 31 U.S.C. §1325 (1976). - 2
127 'S. Cont Rir No 924! supra note I25 at 3603,
- 128 M
129. This budget walk-through is based on the I98| Fiscal Year
hudget cycle. It is hypothetical in that some changes have hccn
made from the actual ligures and evenis:
130. The community health centers program is authorized by section

330 of the Public Health Service Act. 42 U).S, C. §2%4c (1976 &
] Supp. 11 1979) This section authdrizes $9.000,000 for fiscal
year 1981 to be used for grants for the planiiing and development
of centers. Id. at § 254c(g)(1). Another $463 000,000 is auihor.
1z~d for grants 1o existing centers and relat~d enfitites. The Sce-
. refary can also use these funds torassist conters in the planning
- and development of a prenawd health plan ./d. at 5 254c(g)(2);
- 421185 §2%4¢ m)m(( )(Sunp 11t 1979)

\‘l .o~
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During the Sumimer and Fall of 1979, health advocates
meet with staff from the Health Services Administration (HSA)
of the Department of Health, Education and Welifare to urge
them to request increased fundtng for the program in the 1981
budget. Various figures and possible strategies are discussed.

The Administrator of the Health Services Administra-
tion approves the budget figure requested by the Bureau of
communtty Hecalth Services for the community health center
program. This figure (3400 million) represents a substantial
increase in budget authority over the 1980 fiscal year (3320
million) and would allow a significant expansion of the pro-
gram. 1 his figure is later approved by the Assistant Secretary
for Health, who administers the Public Health Service.

On October 1, 1979, the 1980 fiscal year begins. The
Burcau of Community Health Services begins to obligate its
appropriated funding for expansion of the community health
cenler program into new areas and for upgrading of existing
centers.

During October 1979, the budget of the Department
of Health, Education and Welfare is assembled. In reviewing
the proposed budget for the commuality health center program,
the Assistant Secretary for Management and Budget for
HEW questions the size of the requested increase. After
revtewmg the operation of the pfogram, the budget increase
is reduced to $350 million. The Health Services Administra-
tion, after reviewing the various changes in its budget, decides

to appeal the decision on community health centers. The'

appeal is largely successful apd a figure of $390 million s
approved by the Secretary of HEW. The decision by the Sec-

“retary comes after a large iumber of telephone calls and letters

by health advocates urging that the '$400 million figure be

\ approved,

¥

" describes, gaps,in the health care svstein. Based on this discus-

The budget of the Department is then forwarded to
the Office of Management and Budget (OMB) in late October.
OMB, anxious to contro} costs, disapproves several aspects
of the HEW budget |nclud|ng the proposed budget increase for
community health centeis. OMB recommends a 10 percent
increase over the current budget for the program. The
Department, after rewewtng the various OMB changes,
decides to ‘include this issue in its appeals. l.carning of the
proposed reduction, health advocates contact the White

" House Domestic Affairs Council and attempt .to persuade :

staff about the important role that community health centers
play in improving service delivery. After negotiations, OMB
approves a figure of $374 nu!lmn for the program in late
November. ’
During December and, \-arly January aof « 1980
Presiflent’s budget is completed and printed. The budget
includes a figure of $374 million for Lommumty health centers.
On January 28, 1980 the President delivers his 1981
budget nicssage to Congress. One of the items included in the

Pl'}:Sldcnt s message’is an overall increase of $687 million for:

expanded health services to the poor and underserved. The
$54 million increase in the comgrunity health center budget is
-included in this figure. .
-Shortly after the budget message, the actual bhudget
documents are released. The budget deseribes the national
health needs and the major federal health initiatives. It also

sion, the President proposes the following Budget for func-
tional ca.pgorv 5§50, Health (in millions of dollars):

Jay . o
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1979 1980 1981 1982 1983
actual  estunate estimate estimate estimate
-, Budget
7 Authonty 53908 60,033 71,546 83,184 94,497
Qutlays 49,614 56,563 . 62,449 70.801 79914

Fhe Budget abvo mddudes o brcakdown of these figuies by
I'hie tigures tor the community health center
program are as tolfows:

Midjotl progragis

Budget Authority (in millions of dbllurs)

-Health Services 1979 (actual) 1980 (es}) 1981 (est.)
Community Health )
Centers” 259 1320 374

In addition, the text contains the following language:

The 1981 budget proposes 1o expiand health services
tunding tor hugh prionty underserved areas through

*the commanity health centers program and the National
Health Servives Corps (NHSC). A proposed $354 miltion
mncrease i 1981 budget authonity above the 1980 level of
$320 muthwn would suppuri 886 communny healih
cenlers serving over S milhon people.

‘ Starting in la’tc‘January 1980, the Commtitee on the
Budget of the Senate and the House Budget Committee hold
hearings on the 1981 budget. Due to changed conditions,
adminmistrative witnesses present a revised budget request for
heatth and other programs. These revised figures are $71.1
billion in budget authonty and $61.9 billion in outlays.

The first witnesses at the budget hearings cotne from the
Administration. They are followed dunng the next few months
by witnesses from the private sector, Congressional Budget
Office, and others. Health advocates request an opportunity
to testify on the health portion of the budget, but are denied
an opportunity. Written comnients are sent to members of the
House and Senate Budget Commitiees, however, setting forth
views on such issues as the community health center pro-
gram. In dddmon mecetings are held with I\cy staff members
to discuss the health budget tiguies.

in April, the House and Senaic hudgu Committees

report differing versions of the First Concurrent Budget Reso-

lution. The Scenate Committee reconunends budget authority
of $70.7 billion and outlays of $61.7 bilhon tor Fiscal year
1981. The House resolution provides budpel authority of
$71.5 billion and outlays of $61 .8 billion. Health advocates
initiate contacts with conference comnuttee members to urge
adoption of the higher House figures.

On May 23, 1980, the House and Senate Badget Com-
mittees agree on a conference teport tor the bus Concurrent
Resolution-on the budget for Fiscal Yo 1981, The commit-

tee repoft provides far budget authonty of $71.1 million for
. r

-

&

health and ou tays of $61.7 billion. The Conterence Commit-
tee essentinhiy splits the difference between the House and
Senate hgures. Thie Conference report is adopted in Congiess
on July 12, 1980.

‘The Conlerence Connmittee deliberations are conducted
against a backdrop of budget balancing and deficit reduction
tever. In order tgjmplement these concerns, the First Con-
current Resolution directs the various authorizing committees
to develop specific spending reduction proposals for the pro-
grams within their jurisdictions as well as revenue increasing
proposals. These reconciliation instructions occupy the
attention of the authorizing commitiées for much of (he
months to come.

Beginning in January 1980, the House and Senate
Appropriations Committees also begin holding hearings on
the appropriation for the Department of Health, Education
and Welfare, including the community health center pro-
gram. Witnesses from the Administration, Congress and the
public testify. A coalition of public interest organizations is
provided an opportunity to testify betore the House Appro-
priations Committee. That testimony discusses the impor-
tance of preserving the direct service programs and specifically
discusses the contribution of the c_on(ﬁnunily health center
program to improving access to health care. The Appropria-
tions Committees continue their deliberations through the
Spring and early Summer of 1980. ‘

On July 21, 1980, the President transmits his mid-
Session review of the Fiscal Year 1981 budget. That mid-
session review confirms the fears of many (hat the economy
has substantially worsened. May's balanced budget has now
turned into a $30 billion deficit. Morcover, the failure of
Congress (0 enact hospital cost containment has increased
health outlays for the Medicare and Medicaid programs.

Also on July 21, 1980, the House Budget Committee
reports the Omnibus Reconciliation Act of 1980. That bill
includes a varicty of spending reduction and revenue measures
to conform to the First Concurrent Resolution. Health advo-
cates have lobbied with substantial success in liniting spending
reductions to those programs that *vill have a minimum adverse
effect on the poor. The Reconciliation Act is referred (o the
Senate for further action.

By the time that Congress returns from the August
recess, the budget situation has continued (o worsen and fragile
legislative coalitions have begun to falter. Because of con-
tinued controversy over federal funding for abortions as well
as other issues, any chance of enactment of an appropriations
bill for the Depastment of Health and Human Services has
disappeared. The House passes an appropriations bill on
August 27, 1980, but Senate agreement is unlikely. Congress
therefore bcglns work on a continuing resolution for dppro
priations for several agencies.

A continuing resolution is finally adopted by Congress
ot October 1, 1980, the first day of the new fiscal year.
Because of dncreases in mandatory entitlement programs
(especially Medicare and Medicaid), many discretionary pro-
grams receive reduced or static appropriations. Generally,
appropriations are set at either the 1980 level or the House -
appropriations bill level, whichever is Jower. The resolution
extends appropriations through Deceraber 15, 1980.

No specific sum is earmarked for the community health
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center program within the general appropriation for the
Public Health Service. Based on the total appropriation, the
Department of Health and Human Services authorizes the
community health center program to operate at the equivalent
annual level of $325 million, a $5 million increase over 1980.

.By October 1, 1980, the beginning of the 1981 Fiscal
Year, no Second Concurrent Budget Resolution has been
passed despite the September 15 deadline. No 1981 appropri-
ations bill for the Department of Health and Human Services
has been passed despite the September 8 deadline. No recon-
ciliation bill has been passed despite the September 25 deadline.
Much work is left to be done in the lame duck session after
the election.

On November 20, 1980, the Congress finally adopts a
Second Concurrent Budget, Resolution for Fiscal Year 1981.
Because of the worsening economic situation and a new desire
to increase defense spending, funds for social programs,
including the budget category for health, are substantially
reduced. A coalition of consumer groups, labor, and public
interest orgamiations lobbies with limited success to minimize
these reductions. Budget authority for health is reduced to
$68.55 million; outlays are set at $63.15 million.

At this same time a massive conference committee is
completing deliberations over the Omnibus Reconciliation
Act of 1980. That committee finally reaches agreement on
November 26, 1980, and the act is passed by Congress on
December 3, 1980, and approved by the President. The Senate
version of the health reduction would have been extremely
detrimental to the poor. Health advocates are able to persuade
conferees to eliminate many of the worst provisions in the
conference version. The community health center program is
not affected.

As the congressional session nears its close, so does the
commuing resolution for appropriations. Just before the end
ol the session, on December 15, 1980, the Senate finally
agices to the House version of the continuing resolution to
extend funding for federal agencies, including the Department
ot Health and Human Services, through no later than June S,
1981. No changes are made in the funds available to the com-
munity health center program.

At least one more attempt at an appropriations bill
therefore will have to be made for the remaining four months
of the 1981 Fiscal Year. In addition, the continued worsening
of the economy might necessitate a revised Second Concurrent
Budget Resolution for 1981, as spending and the budget
deficit exceed estimates. The Budget Act has survived intact;
the budget process has not yet realized expectations.

CONCLUSION

The Congressional Budget and Impoundment Control
Act is now nearly seven years old. Congressional implemen-
tation of its requirements has been, at best, uneven. Missed
deadlines, continuing resolutions instead of appropriations
bills, and inadequate budget forecasting have often charac-
terized the federal budget experience. Most recently, the
reconciliation process has provided a potentially dangerous
opportunity to circumvent the normal process for considera-
tion of legislation and adopt amendments to existing programs
without hearings or an opportunity for public input.

The budget process has become a crucial stage in the
legislative process and can no longer be ignored by health
advocates concerned with protecting the interests of low-
income clients. The potential for bencfit and harm is sinply
too great.




